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ABSTRACT

Research has demonstrated that there are modifiable risk factors which can prevent some
types of dementia and that multidomain interventions targeting these risk factors can
delay the onset of dementia or slow symptom progression. A qualitative descriptive
design was used to explore the motivation of participants to initially enroll and then
sustain participation in SYNERGIC@Home, a remotely delivered dementia prevention
trial. Barriers and facilitators to participation were also explored. Findings revealed that
Fear of Developing Dementia and Wanting to Make a Difference for Others were the
main themes developed for motivation for joining. Themes generated under sustaining
participation were the Rapport with the Research Assistant, Feeling Better and Having
Fun. Motivation for engagement in a remotely delivered dementia prevention trial was
similar to what has been reported with in-person interventions. The importance of human

connection in engagement, even with remote delivery, was key.
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1.0 INTRODUCTION

New Brunswick (NB) has the second oldest population in Canada (1), and as this
population continues to grow the province must look for ways to both support older
adults to remain healthy living in the community and decrease the demands on the health
care system (2). In the 2021 census, older adults outnumbered children and counted for
22.8% of the population with the percentage of people aged 65 and older increasing by
19% over the past five years (1). As the population ages, it will be important to seek
opportunities to promote health and support older adults to age in place.

In 2016, NB created a Council on Aging which was given the mandate to assist in
the development of an aging strategy with both short and long term goals (2). In
November 2016, the Council on Aging published 'We are all in this together: An Aging
Strategy for New Brunswick" (2). Outlined in the action plan was the creation of a
dementia strategy and a need to refocus away from illness care towards health promotion.
At the time of writing this thesis, the dementia strategy had not yet been made public; its
release delayed by the global pandemic.

Dementia is defined by Chertkow et al. (3) "as a clinical syndrome of cognitive
decline that is sufficiently severe to interfere with social or occupational functioning" P-2.
Alzheimer’s disease is the most common cause of dementia and accounts for more than
60% of the cases in Europe and North America (4). Vascular dementia, Lewy body
dementia and Frontotemporal dementia are the next most common types of dementia and
together with Alzheimer's disease account for over 90% of dementias (5—7). The term

Vascular Cognitive Impairment is used more recently in the literature and is used to
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describe the full range of severity from cognitive impairment, to vascular dementia and
mixed vascular dementia (8). The co-occurrence between Alzheimer's disease and
vascular disease is reported in the literature to be between 20-60% (6). Alzheimer's
disease and related dementias (ADRD) are similar to other chronic diseases in that there
are known risk factors which can increase an individual's risk of developing dementia (9).
Research has also shown that multidomain interventions targeting these dementia risk

factors can delay the onset of ADRD or slow the progression of the symptoms (10).

1.1 Purpose of study

As research is conducted to evaluate the effectiveness of interventions targeted at
prevention, it is important to understand how and why people engage with the research.
Understanding what motivates older adults to join a research study targeting dementia
prevention, and what keeps them engaged and participating with the cognitive training
and physical exercise interventions is important as it may inform future research and the
development of prevention programs. Pre-pandemic, multidomain intervention research
studies such as the original SYNERGIC trial, had physical exercise interventions
completed in a face-to face environment (11). The pandemic and lockdowns did not
permit this type of participation and necessitated a shift to remote delivery of home-based
interventions, which became the SYNERGIC@Home study. This offered a unique
opportunity to better understand how remote delivery during the pandemic affected
participant's motivation to join and if this had an impact on ongoing participation with the

cognitive and physical exercise interventions.



The purpose of this study was to explore the central research question: What do
older adults describe as their motivation for initially enrolling and then continuing to

participate in a remotely delivered dementia prevention study (SYNERGIC@Home)?

2.0 REVIEW OF THE LITERATURE

2.1 Dementia rates

The World Health Organization (WHO) acknowledged the impact of dementia on
individuals, communities and the system costs in their 2017 Global action plan on the
public health response to dementia (12). WHO's global target was for 75% of countries
to have national policy for dementia by 2025. In 2019, a Canadian dementia strategy was
published with the vision of supporting individuals with dementia and their caregivers,
optimizing quality of life, preventing, understanding and effectively treating dementia
(13). One of the three national objectives is preventing dementia (13).

The dementia rate, for those 65 years and older is, estimated to be at 5% with the
prevalence of dementia more than doubling every five years after the age of 65 (14).
There are high costs associated with dementia care with an estimated $10.4 billion annual
cost to the Canadian economy and healthcare system (15). Research by Livingston et al.,
published in the 2020 report of the Lancet Commission, has reported that there are twelve

modifiable risk factors which can account for up to 40% of dementias (9).

2.2 Dementia Prevention

The updated report by the Lancet Commission added excessive alcohol

consumption, traumatic brain injury and air pollution to the nine modifiable risk factors
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which were identified in their 2017 publication: less education, hypertension, hearing
impairment, smoking, obesity, depression, physical inactivity, diabetes and low social
contact (9,16). Even prior to the commission’s first publication on dementia prevention,
research was demonstrating positive impacts on cognition when addressing some of these
risk factors. Kivipelto et al.'s Finnish Geriatric Intervention Study to Prevent Cognitive
Impairment and Disability ( FINGER) was one of the first randomized controlled trial to
demonstrate that cognitive decline can be slowed or prevented through lifestyle
modification (10,17). The FINGER study was a multidomain intervention which
included physical exercise, cognitive training, social activities, dietary coaching, and
management of metabolic and vascular risk factors. The findings from the FINGER study
led to the creation of a global effort through the Alzheimer's Association, World Wide
FINGERS, to support research initiatives to reduce the risk of cognitive impairment or
dementia (18).

In Canada, the Canadian Consortium on Neurodegeneration in Aging (CCNA)
supports dementia research and collaboration amongst researchers in this domain (11). In
NB, research projects such as the SYNchronising Exercises, Remedies in Galt and
Cognition at Home (SYNERGIC@Home), are investigating the effects of interventions
on Alzheimer's disease and related dementias (19). SYNERGIC@Home is a randomized
controlled trial evaluating the feasibility of virtual assessment and delivery of home-
based interventions for gait and cognition in order to prevent dementia in individuals with
risk factors in NB (Figure 1) (19). In this trial, cognitive training and physical exercise
interventions are delivered remotely to community dwelling older adults (60-90 years) at

risk of developing dementia. This included older adults with normal cognition and two or
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more risk factors associated with the development of dementia, a diagnosis of mild

cognitive impairment or subjective cognitive impairment.

. . Active Intervention
Screening
H . Control
Enrollment Baseline (T0)
Main Assessments: Feasibility, Preference, Fidelity
Supplementary Assessments: Cognition (CFC-2), Gait, Sleep. Diet, Blood Pressure, Salivary PHS, and Actigraphy*
1
Randomized into 4 Arms
16-Weeks of | Combined Exercise Combined Exercise Control Exercise Control Exercise
Interventions (AE +RT) (AE +RT) (BAT) (BAT)
Cognitive Training Control Cognitive Cognitive Training Control Cognitive
(NEUROPEAK™) Training (WS+V) (NEUROPEAK™) Training (WS+V)
Immediate Post-Intervention Follow-Up at 4 Months (T4)
Main Outcomes: Feasibility, Preference, Fidelity
Supplementary Outcomes: Cognition (CFC-2), Gait, Sleep, Diet, Blood Pressure, Salivary PHS, and Actigraphy*
Follow Ups I
6-Month Post-Intervention Follow-Up (T10)
Main Outcomes: Feasibility, Preference, Fidelity
Supplementary Outcomes: Cognition (CFC-2), Gait, Sleep, Diet, Blood Pressure, Salivary PHS, and *Actigraphy*

AE: aerobic exercise, RT: resistence training; PHS = Polygenic Hazard Score*Using ActiGraph GT9X.

Figure 1. Design of the SYNERGIC@Home trial

SYNERGIC@Home was initially designed to have face-to face participation for
the physical exercise intervention, however with the global pandemic, the study had to
pivot and become 100% remote delivery. This way of conducting research, and providing
participants with cognitive and physical activity training, offered researchers an
opportunity to not only explore the feasibility of program delivery but also to gain an
understanding of participant's experiences and motivation to engage in interventions

conducted remotely using internet-based videoconferencing.



2.3 Lifestyle modifications

Kim et al. published a study in 2015 which looked at older and middle-aged
adults' attitudes towards dementia and dementia risk reduction and barriers and
motivators for lifestyle changes (20). Their results reported that fear of developing
dementia was the main motivation to implement lifestyle changes and that the main
barrier to implementing change was the lack of knowledge about what can be done to
reduce the risk. In addition to public health education about dementia risk factors, they
recommended that healthcare professional have an important role in conveying
information to their patients. Primary care providers and other health care professionals
can be influential in motivating individuals to consider lifestyle changes that may reduce
the risk of developing dementia. (20,21).

The findings from Kim et al. aligns with the health belief model (HBM) which is
a "theoretical framework for the identification of modifiable beliefs predictive of health-
related behaviors "(20)P>7. In this model (Figure 2), the individual considers what the
likelihood of having a particular health problem is; what the consequences of this health
problem might be; the benefits of what preventative action can be taken; and the
perceived difficulty of engaging in the prevention activity (22). Considering these factors
will either motivate them or deter them from making the health behaviour change. If an
individual perceives that they are at high risk of developing dementia, or they feel that the
consequences of living with dementia are high, then this will be a powerful motivator to

implement lifestyle changes (23).



DEMOGRAPHIC Perceived susceptibility
VARIABLES
class, gender, age, etc. Perceived severity

Health motivation > Action
F
Perceived benefits
PSYCHOLOGICAL
CHARACTERISTICS
ersonality, peer .
gr?)up press%re ete. Perceived barriers Cues to action

Figure 2: The health belief model

2.4 Physical Exercise in older adults

The Canadian Society for Exercise Physiology recommends that adults over the
age of 65 include 150 minutes per week of aerobic physical activity, biweekly
strengthening, balance training and several hours of light physical activity (24). Despite
these recommendations, Statistics Canada reports that 72.5% of the population aged 65-
79 are not meeting these guidelines (25). Different studies have looked at exercise in the
older population and factors which contribute to engagement. Schneider et al. (26) looked
at incentives and disincentives for older adults to participate in an exercise training
program. Their findings suggest that perceived health benefits including
regaining/improving/maintaining functions were important incentives. The literature also
reports that psychosocial influences such as socialization, free programming and

encouragement to exercise contributed to older adult's desire to participate (26,27).



Barriers to participation include competing time commitments, doubts about exercise or
fear of injury and financial cost (26-29).

When looking at underlying motivational factors, attitude has been cited to have a
big impact on the intention to exercise (30). Garber and Blissmer (30) discuss how both
positive evaluative attitudes (how valuable the individual perceives the physical activity
to be) and positive affective attitudes ( how someone actually feels about the activity) are
required to be successful. Wallace and Lahti (29), acknowledge the importance of
attitudes, but cite the importance of social influence on exercise both at an individual and
societal level.

At an individual level, past exercise participation is a key determinant for both
initiating a new exercise program and also adhering to the program (31,32). When asked
what an ideal exercise program to encourage participation should include, older adults
who were physically active, and those who were inactive, all reported that accessibility
was important (27). Devereux-Fitzgerald et al., in their 2016 systematic review of the
acceptability of physical activity interventions to older adults, also reported that
accessibility was an important consideration in the delivery of physical activity
interventions (33). They report that physical activities taking place closer to home are
more acceptable and that physical location, physical space considerations as well as
financial considerations all impact accessibility. Free programming as well as
transportation were also reported by Schneider et al. (26) to be incentives for exercise
programs for older adults.

Older adults who have cognitive impairment may experience additional barriers to

participation in physical activity (34,35). Bechard et al. (35) found that individuals with
8



cognitive impairment reported many of the same facilitators as non-cognitively impaired
older adults and cited health benefits as a strong motivator for an active lifestyle.
Surpassing the knowledge of the benefits of exercise as a motivator, the actual positive
physiological response to exercise which immediately accompanied the activity was also
motivating. Unique to this population was the finding that physical activity was "viewed
as a way to infuse meaning into daily life" ® 12'), There was a need to adapt activities for
some of the different types of cognitive impairment and external motivation and
supervision were key to success. Care partners were also viewed as enablers as they
played a key role in overcoming barriers such as transportation, motivation, and finding
appropriately supervised programs. It is currently unknown what barriers and facilitators
exist in the pre-dementia stages of cognitive impairment and research into this

population is recommended (35).

2.5 Cognitive Training in Older Adults

Many studies have demonstrated that cognitive training has a positive impact on
cognitive abilities in older adults (10,36-38). Computer based training programs such as
the 'Improvement in Memory with Plasticity-based Adaptive Cognitive Training
(IMPACT)' study demonstrated generalized performance gains in memory and attention
in the active intervention group (37). Haesner et al.(39), in their study on the
'Requirements of older adults for a daily use of an internet-based cognitive training
platform' found that participants felt strongly that feedback on their performance would
be a motivator to continue with the cognitive training. Other motivators included having

a variety of cognitive exercises which were fun, had some connection to daily life
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activities, and were reflective of the current technology from a design and user
experience perspective. Additional barriers cited were mandatory attendance to sessions,

and a classroom type of setting for participation.

2.6 Remote Delivery

While the motivation, barriers, and facilitators to participation by older adults in
physical activity programs has been studied in the literature, not as much is known about
participating in remotely delivered programs. The global pandemic compelled a shift
from the delivery of face-to-face interventions to the use of technology. Even prior to the
pandemic, internet usage in the 65 and older population had been steadily increasing and
as of 2019 was reported to be at 68% (40). Internet usage by older adults was not found
to be consistent across the age ranges and a Stats Canada report by Davidson and
Schimmel (40) demonstrated a linear decline with age. In their 2016 report, 78.5% of
adults aged 65-69 used the internet regularly whereas regular usage amongst those 80
years and older was reported at 35.7%. Other predictors of internet use were individuals
with a greater than high-school education, better self-reported health, and higher income.

Coley et al. (41) found that a virtual interface for remotely delivering health
coaching for lifestyle changes did not factor into older adult's decision to participate in
the research. However, their study did not include physical interventions, and research is
only beginning to emerge on remote delivery of physical activity interventions with the
older adult populations (42,43). Results available at this time demonstrate that the

delivery of online physical activity interventions are possible using a computer interface,

10



but what motivated older adults to participate in these interventions has not been
explored.

Motivation for older adults to engage in remotely delivered research interventions
is limited. European participants in the 2019 "Healthy Ageing Through Internet
Counselling in the Elderly ( HATICE)" trial, had their motivation to participate explored
by using a questionnaire and semi structured interviews (42,44). HATICE was a
randomized control trial which used an interactive internet-based platform to engage with
community dwelling older adults to improve their self-management of risk factors for
cardiovascular disease and cognitive decline. A publication from their study, which
looked at older adults reasons for participating, reported that most participants were
motivated by three things: contributing to the scientific process; improving their health
through diet and physical exercise; and the increased medical monitoring which was a
benefit associated with the trial (41). They also noted that when participants had an
invitation letter to participate signed by their doctor, this influenced their decision to
participate.

There is much to learn in this new context and qualitative research can facilitate a
deeper understanding about the contextual and cultural influences which may impact an
individual's motivation to join and participate in remotely delivered interventional studies

such as SYNERGIC@Home.
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3.0 METHODOLOGY

3.1 Qualitative Description

Qualitative descriptive (QD) methodologies are frequently found in healthcare
research and are useful in exploring the experiences of patients, families and health care
providers (45,46). For example, Peacock et al. in 2014 (47) used this methodology to
describe the journey of individuals who were family caregivers to loved ones with
dementia . Exploring the experiences in caring for older adults living alone with dementia
was also the focus of de Witt and Ploeg's qualitative descriptive study but from the lens
of the healthcare professional (48). A qualitative descriptive approach allows the
researcher to gain insight into the phenomenon being studied by learning about the
experience of the participants (46). The analysis tends to stay close to the data and
should provide a rich description of participant's experiences using language which is
reflective of the participant's language (45).

Qualitative descriptive designs use interview guides which are more structured
than in some other qualitative approaches and are considered useful for smaller
independent research studies (45,46). Due to their simple design and ease of use, QD is a
good approach for a novice researcher (45). They are often used in healthcare
intervention studies to better understand participants' experience with the intervention
and to get feedback on areas which might require improvements (46).

This study was undertaken to describe the motivation for participants to join and
continue to participate in SYNERGIC@Home. The phenomenon being examined is the

motivation of participants and the use of a qualitative descriptive approach allowed for
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participants to share their thoughts, experiences and perspectives on what led them to
sign up for the study and on what kept them coming to the interventions once they had

joined.

3.2 Study context

This QD study sampled from participants enrolled in the larger
SYNERGIC@Home Study. SYNERGIC@Home is a randomized controlled trial
evaluating the feasibility of virtual assessment and delivery of home-based interventions
for gait and cognition to prevent dementia in individuals with risk factors in NB. Initially,
SYNERGIC@Home's interventions were to be set up similar to the SYNERGIC trial, led
by Montero-Odasso at Western University, where participants would travel to a physical
location to take part in the interventions (11). The onset of the global pandemic required a
shift in the delivery method since in-person interventions posed an unnecessary risk to
participants and therefore were not allowed. Therefore, the study became a feasibility
study of delivering assessments and interventions, similar to the original SYNERGIC
study, but remotely by leveraging internet-based videoconferencing technology to the
participant's home. This remote study was called SYNERGIC@Home.

Shifting to remote delivery meant that the barrier of transportation was removed,
and it opened enrollment to a larger geographical area. Assessments and screening were
done remotely with required equipment being delivered to the participant by courier.
Participants needed to have their own computer or tablet and internet services, but study
equipment such as a blood pressure machine, yoga mat questionnaires were sent to their

homes. Participants engaged with the research assistants for the cognitive training
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sessions and physical exercise sessions through a video interface while in the comfort of
their own home. Research assessments and interventions were implemented in a new way
leveraging technology. SYNERGIC@Home used this new approach to complete
assessments and deliver interventions, therefore understanding what motivated people to
engage with the research and to stay engaged through 4 months of interventions is

important given the unique way that the study and interventions were conducted.

3.3 Methods

3.3.1 Sampling

Purposeful sampling was employed to recruit participants because it provides a
more in-depth and detailed understanding about their motivations and reasons for joining
and sustaining participation in the SYNERGIC@Home study (45,46).

Specifically, participants were recruited from the full intervention arm of the
SYNERGIC@Home study. Individuals in the full intervention arm participated in aerobic
exercises and resistance training plus cognitive training using the NEUROPEAK™
platform during their remote intervention sessions which were held three times weekly
for 16 weeks. The experiences of these participants and their motivation for ongoing
participation was of interest since this group would have experienced the interventions
specifically targeting dementia risk factors and which are more demanding on the
individual. Understanding their experiences could potentially shape the development and
delivery of remote dementia prevention interventions into the future.

At the completion of the sixteen-week intervention block, participants in the full

intervention arm (combined exercise + cognitive training) were invited by e-mail to
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participate in a semi-structured interview by the research coordinator who oversaw the
research intervention staff. Inclusion criteria for this sample were having English as their
primary language for SYNERGIC@Home and being in the full intervention arm. As per
the inclusion criteria for SYNERGIC@Home, participants could have a diagnosis of
subjective cognitive impairment, mild cognitive impairment or no memory problems but
two or more of the risk factors. Participants who expressed an interest in being part of
this study were then contacted by the researcher for this study. The purpose of the study
was reviewed with each potential participant, any questions were answered, and consent
forms were signed by the participant and this researcher. The number of participants that
could be recruited was small. Of the six full intervention arm participants invited to
participate in the study, five agreed to participate.

The study sample had participants from each of the biological sexes, and from
both urban and rural settings. All had been randomized to the full intervention arm of the
SYNERGIC@Home study. Individuals came from different geographical areas in New
Brunswick, had varied interests, and had worked in different fields. There were three
women and two men. Not all were married and some shared close connections to children
and grandchildren whereas some did not. There was a good age range (65-76 years), and
participants were at different stages of life with some being partially retired, some
recently retired and two who had been fully retired for a longer period of time.

Only one of the participants stated that they were well informed of the risk factors
for dementia prior to the study and one individual shared that they had lived experience
with cognitive impairment. Most of the participants self-reported being sedentary and

acknowledged that they needed to be more physically active. All the participants were
15



open and candid about their SYNERGIC@Home study experiences and they seemed
comfortable with the technology and interacting over Zoom™ for the semi-structured
interview.

The number of participants recruited was influenced by achieving saturation
(49,50). According to Fusch and Ness (51) "data saturation is reached when there is
enough information to replicate the study, when the ability to obtain additional new
information has been attained, and when further coding is no longer feasible" ® 1408),
Morse (52), states that saturated data has a certain richness to it and allows the researcher
to develop complete theory with comprehensive descriptions and examples from the
different categories. Saturation in qualitative research may be used to assess the quality
of the study, therefore how saturation was determined needs to be clearly described in the
write-up of the study (49,52). Initial recruitment yielded six participants of which five
proceeded through the study. After the fifth interview, no new codes were identified
therefore data saturation was achieved. The sample size for this study was five.

3.3.2 Data collection

A semi-structured interview guide was prepared and summitted as part of the
research protocol to the research and ethics board for review. Questions to explore the
central research question 'What do older adults describe as their motivation for initially
Jjoining and then continuing to participate in a virtually delivered dementia prevention
study’ have been included in this guide (Appendix A). The use of semi-structured
interviews allows for rich data collection and served as a guide enabling participants to
share their experiences with the researcher (50,53,54). Using a semi-structured format

allows the researchers to address the specific research questions whereas an unstructured
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interview may not result in information being shared on the question of interest (54).

Semi-structured interviews, when compared to closed ended questions/surveys,
allow for participants to have a more equal power and control since the participant
decides how much information to share and may even withhold information from the
researcher. Using a qualitative descriptive approach, the purpose was to understand the
participant's motivation by asking them about their experiences. Open ended questions
and the ability for the participant to share what they feel was important to help to better
understand the phenomenon. The semi-structure also allowed for the participant to shift
the direction of the interaction and share their experience or perspective (53). This was
important as key factors in a participant's motivation may not have been shared with the
scripted interview questions and elements could have been missed if the participant had
not been able to shift the direction or add in their own experiences.

Interviews took place online. Once participants expressed an interest in
participating, the researcher was introduced over e-mail to the participant by the research
coordinator who oversaw the interventions for SYNERGIC@Home. Initial contact was
made by the researcher via e-mail and additional details about the study and a copy of the
informed consent document was attached to this electronic communication. A paper copy
of the consent document was sent via Canada Post to each person along with a stamped
return envelope. Participants were asked about what time of day, or day of the week
would work for them for the interview and the interview was booked according to their
preferred date/time. They were offered the option of a separate session for review and
signature of the consent document or combining this with the session planned for the

interview. Participants were provided with a secure videoconferencing link by the
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researcher through which the interview took place. They were also given a telephone
contact in addition to the researcher's e-mail in case there were any last-minute changes
or issues with the technology.

Since SYNERGIC@Home used this technology for all the assessments and
interventions, it was familiar for both the older adult participant and the researcher
conducting the interview. Participants were interviewed in their homes using the provided
link. Interviews lasted between 20- 42 minutes and were audio recorded. Prior to
conducting the interview, participants were informed that they had the right to stop or
withdraw from the qualitative component of the research study at any point. None chose
to do so. At the conclusion of the interview, participants were informed of the next step in
the process which was receiving a transcription of their interview for review and
feedback. They were given an approximate timeframe of when they would receive the
transcription and the choice of getting it electronically or in print form by mail.

Once the interview was completed, recorded audio files were uploaded to the
secure UNB Sharepoint site which has restricted access only for the research team. The
interview was transcribed verbatim by the researcher, and the transcription was sent to
the participant for member checking. Upon receipt of the transcript, the participants had
two weeks to read through and correct or add anything that they wanted to the transcript.
If participants chose not to respond or edit, then after two weeks, the data was cleaned, all
identifying features were removed, and it was uploaded to NVivo (released in March
2020) for analysis (55). Any field notes taken by the researcher were also uploaded to

NVivo along with the interview. Three of the participants responded within the two-week
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window and two did not respond other than to acknowledge receipt of the transcription.

The transcribed document was stored with the participant ID on the Sharepoint site.

3.4 Researcher Reflexivity

An interest in the given research stems from my background training in
physiotherapy which has a focus on prevention and promotion of maintaining an active
lifestyle across the lifespan. With almost 30 years of clinical experience working across
all healthcare sectors, I have a deep appreciation for the complexity of the system and
decisions individuals face when trying to stay on the wellness side of the health
continuum. It is through these lenses that I have approached the interpretation of data.

My involvement with the SYNERGIC@Home study prior to conducting the
semi-structured interviews was restricted to administrative tasks and I did not have any
interaction with any of the participants. I am also not part of the generation who are
participants in the study. As such, I would consider my research positionality to be that of

an outsider.

3.5 Data Analysis

3.5.1 Thematic Analysis

Thematic analysis as defined by Braun and Clarke (56) is a method for analysis
"systematically identifying, organizing and offering insight into patterns of meaning
(themes) across a data set " ®37), It is a method which is recommended for novice
qualitative researchers as it helps to develop skills which can be applied across the

various forms of qualitative analysis (57). The patterns are related back to the research
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question which is being explored. Thematic analysis has six steps which start with
becoming familiar with the data and finish with producing the report (56,57). The steps
are not necessarily linear, with the researcher moving back and forth between the steps as
needed (57). This approach has many benefits in that it is relatively simple to learn, it is
flexible and can accommodate a number of approaches to analysis (e.g. inductive versus
thematic approach to analysis) (57).

Transcriptions of the semi- structured interviews were completed by the
researcher and then were reviewed line by line while listening to the entire recorded
interview. This allowed for the observation of silences, and for the researcher to hear the
participants' voice and flow of the interview. Researcher memos and annotations were
added into the transcript using the NVivo software after the member check. In thematic
analysis, this is considered step 1: familiarizing yourself with the data (56,57). Once
familiar with the data, the second step is the generation and application of initial codes
According to Saldana (58), a code can be described as "a word or short phrase that
symbolically assigns a summative, salient, essence-capturing and/or evocative attribute
for a portion of language-based or visual data" (p.3). Codes, both descriptive and
interpretative, were used to label and identify aspects of the data which are linked to the
research question (56). Descriptive coding uses a code to label portions of the text which
directly describes the unit of data (59). Interpretative coding goes beyond the description
and captures underlying ideas or concepts. An example of a descriptive code used was
'negative cognitive training experience' which was used to code data in the transcripts
which were described by this label. An interpretative code which was applied to the data

was 'confidence in ability to do physical exercise'. Participants did not speak directly
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about improved confidence but spoke about being able to 'do things properly' and
learning from the study about how to exercise.

Regular debriefing sessions with the SYNERGIC@Home Qualitative Research
Team leads were held during the interview and coding phases. At the recommendation of
the team, a researcher journal was kept of impressions, thoughts and feelings which arose
during the interview and coding process. These sessions and discussions helped to
decrease the subjectivity of the analysis (45), as the Masters student was able to learn
from the experiences of more experienced researchers (60).

Once all the interviews were completed, transcribed, and initially coded, the
third step, searching for themes, entailed searching for codes which had appeared
frequently and which overlapped (56). As patterns in the data were identified the codes
were sorted into potential themes. Data was sorted into the broad themes of background,
reasons for joining, good things about participating, bad things about participating and
recommendations. The relationships between the codes in each of these broader themes
was explored and then themes which were generated were examined to see how they
lined up with the overall picture created by the data (45,57). NVivo software tools were
utilized to assist in organizing and visualizing the data and also allowed for memo writing
and sorting of codes (61). Case files were created so that attributes could be assigned to
each of the interviews which was helpful in getting an overall impression of similarities
and differences. Memos and annotations were used to track thoughts and assumptions
with the sorting and coding and also decisions which were made when combining codes

and generating themes.
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Step four of thematic analysis is a quality check where the developing themes are
examined in relation to the collated data extracts initially and then against the complete
data set (56). When a theme was developed, such as with 'fear of developing dementia'
as a motivator to join, step four involved going back to the coded transcripts and ensuring
that the theme captured what the participants shared individually and also that it applied
to the entire sample. Braun & Clarke (56) suggest a series of questions which the
researcher can ask which help with the review of potential theme such as asking if the
theme tells something useful about the data set and the research question and also if there
is enough data to support the theme. NVivo was helpful in this step as it allowed the
researcher to see the frequency of specific codes within themes and the prevalence of
codes across the different interviews. The final step in thematic analysis, prior to writing
up the report, is defining and naming themes. Themes need to be unique, specific and

should be able to be described succinctly (56).

3.6 Strategies for validation of findings

Creswell (50) states that there are eight validity strategies commonly used by
qualitative researchers, and that multiple strategies should be employed in a study. Peer
debriefing is one validity strategy which was used throughout the study (50,60). The
qualitative research team for SYNERGIC@Home included experienced researchers, and
debriefing sessions were planned as part of the research design. Initial sessions were held
after the first and second interviews and then on a biweekly basis thereafter.

Member checking, or participant validation, is another method of validation

where data is returned to the participant to check for accuracy of interpretation of
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findings (50,60). For this study, member checking occurred once the semi-structured
interviews were transcribed. Participants received the transcripts back for review and
were encouraged to provide feedback or correction to ensure that the transcript accurately
reflected the interview. All participants acknowledged receipt of the transcript and three
participants did respond once they had read through the transcription of their interview.
The other two participants did not respond back after reviewing, so the data was cleaned
and uploaded after the two-week period had elapsed.

Reliability of the research, an addition form of validation, was assessed by a few
methods. Transcripts of the interviews were reviewed against the audiotapes to ensure
that they did not contain mistakes (50). Regular team meetings for communication and
cross-checking of codes also occurred which added to the reliability of the qualitative
research (50).

In addition to validation, the transparency of qualitative research was assessed
using Aguinis and Solarino's (62) 12 criteria which cover research design, measurement,
and data analysis. The criterion as set out are as follows: kind of qualitative method;
research setting; position of researcher along the insider-outsider continuum; sampling
procedures; relative importance of the participants/cases; documenting the interactions
with participants; saturation point; unexpected opportunities, challenges, and other
events; management of power imbalance; data coding and first-order codes; data analysis
and second and higher order codes; data disclosure. Transparency in research is required
so that replication studies can occur, and it helps with the trustworthiness of the study.

Aguinis and Solarino created a behaviorally anchored rating scale to measure
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transparency in qualitative research based upon each of the 12 criteria which can be used
to evaluate a study.

The transparency criterion are considered met if there is detailed information on
the criterion which allows for replication (62). The qualitative method (section 3.1)
research setting (section 3.2), researcher positionality (section3.4), sampling procedures
(section 3.3.1), interactions with participants (section 3.3.1, 3.3.2) and data
coding/analysis (section 3.5) have been described for this study in previous sections. The
relative importance of the participants/cases is discussed in section 4.1 under the
background section of the findings.

In order to meet the criterion for saturation point, researchers must describe the
criteria used to determine that saturation was met (62). Data saturation refers to the point
in sampling in which no new information is identified, which for the participant
interviews meant that the same comments, information and feedback was being shared
with the interviewer (51,63). Factors which contributed to achieving saturation sooner
included a structured interview and participant homogeneity (64). In this study sample,
the fourth interview did yield some additional codes, however there were no new codes
generated with the fifth interview therefore data saturation was considered to have been
achieved.

The transparency criteria called 'unexpected opportunities, challenges and other
events' is used to describe unexpected events during the research process which may
affect data collection (62). The study did not encounter any unexpected opportunities,
challenges, or other events. Any power imbalance between the researcher and

participants was addressed using open-ended questions in the interview, giving the
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opportunity for the participant to review, change or add to the transcripts and the
explanation that the researcher was a student. The one criterion set out by Aguinis and
Solarino which will not be met is that of data disclosure. None of the raw materials from
this study will be made available to anyone outside of the SYNERGIC@Home study

team for review or analysis.

3.7 Ethics

The research proposal, including the semi-structured interview questions
(Appendix A) and informed consent documents (Appendix B) were submitted to Horizon
Health Network and UNB's Research Ethics Board (REB) for review. Horizon's REB
approval (Appendix C) was received November 23, 2022, and UNB REB approval
(Appendix D) was received through delegated review on December 12, 2022.

In addition to completing the Ethical Foundations of Applied Health Research course and
the Tri-Council Policy Statement 2 (TCPS2) Core course, as part of the graduate school
requirements in the Master of Applied Health Services Research program, the Good
Clinical Practice course and Informed Consent training through Horizon Health Network
Research Services were completed (Appendix E). The coursework and training provided
a working knowledge of ethical research practices and guided the practices throughout
the research process.

The semi-structured interview questions which were developed did not probe
sensitive topics and the interview did not pose more than minimal risk as defined by the

TCPS 2 (65). Participants were informed in the consent document, as well as verbally at
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the start of the interview, that they were free to withdraw from the study at any time for
any reason that they did not have to disclose, without negative consequence.

Participants received a copy of the informed consent document for review both
electronically and in print which was mailed to their home upon their expression of
interest in participating with the study. The informed consent document was reviewed
with each participant and any questions were responded to prior to them signing.
Participants were provided with contact information for the supervisors in addition to the
student conducting the research as well as the Regional Director of Ethics for Horizon
Health Network and the Privacy Officer for Horizon Health Network. Consent was
received in writing prior to the participant's semi-structured interview. A copy of the fully
signed consent document was provided back to each participant and remains on file at
UNB.

The privacy of participants was maintained throughout the study. Participants
were assigned a unique study ID which was used on study documents. Documents were
stored on a secure, restricted access Share Point site at UNB. The master list, which
linked the name and contact information of participants with their unique study ID was
stored separately and only accessible to the principal investigator and their supervisor.
Any identifying information was removed from the transcriptions prior to being shared

with other research team members and prior to being uploaded into NVivo.
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4.0 FINDINGS

Themes developed from the semi-structured interview data are organized into two
sections based upon participant's motivation to initially join SYNERGIC@Home and
their motivation for sustained participation in SYNERGIC's physical and cognitive
interventions. Themes which were developed under “motivation to join” include Fear of
Developing Dementia and Making a Difference for Others. Other considerations for
joining have also been included. There were four themes which fall under “motivation to
continue participating”: Rapport with the Research Assistant; Feeling Better; Having Fun
and Barriers and Facilitators to Sustaining Participation. A section outlining participant
recommendations has also been added and contains common recommendations which

were brought forward by participants.

4.1 Motivation to Join

During the semi-structured interviews, participants were asked about their
experiences and knowledge of dementia, the SYNERGIC@Home study, why they chose
to join the study and any considerations which influenced their decision to join. Probing
questions regarding their virtual experience and any influence of COVID on their
decision to join were included. In terms of participant's motivation to join the study,
participants spoke to two themes: Fear of Developing Dementia and Making a Difference
for Others. Each theme is described below.

4.1.1 Fear of Developing Dementia

The first theme, Fear of Developing Dementia, was something that participants

expressed both explicitly and implicitly. All participants shared how dementia had
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impacted their lives and the toll that it took both to the individual and their families. Most
of the participants had personal experiences relating to family members with dementia
and cited this is the main reason for joining SYNERGIC@Home. Mark, a 65-year-old
recently retired male stated “I am very in touch with dementia and I'm afraid of it. You
know - I am (quietly). I'm afraid of getting it. I'm afraid of having it. And that's really my
motivation." Frank, who is 75 and lives in an urban area, shared that "Dementia is
something that, after cancer, frightens me."

Part of the fear of developing dementia was in relation to participants seeing their
loved ones’ experience dementia. Three of the participants shared emotional stories of
loved ones getting diagnosed and living through the progression of dementia. They
shared the challenges of getting a diagnosis, finding a way to have their loved ones cared
for and there was a great sense of loss. Sarah, a 67-year-old women living in an urban
centre, became emotional talking about the loss of her parent to Alzheimer’s: "it was hard
because she wasn't finished". Participants talked about the complexities of caring for
someone with dementia at home and how this impacted their lives, their families' lives
and their relationships with siblings. Mark shared what this was like for him.

"so it was dealing with the people in your home 24/7....just trying to make
her comfortable - it's impossible - seriously it is impossible to make
everyone happy"

Some participants did not share as much about their family experiences with
dementia but spoke more about the fear of what one loses that is associated with
dementia, particularly not wanting to lose their independence or home. Linda, who is 76,

shared that in addition to having family members with dementia, she was feeling the
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effects of some cognitive impairment herself: "I guess my dementia is coming on". "I
used to be able to go out and drive by myself and I still could, but the family want to
drive me and get groceries and that". For participants, fear of getting dementia seemed to
be an expression of fear of loss. Loss of relationships, loss of independence, loss of
quality of life. This overarching fear was a powerful motivator to engage in dementia
prevention activities such as with SYNERGIC@Home.

4.1.2 Making a Difference for Others

Participants were interested in doing what they could to prevent dementia, but
they also spoke to Making a Difference for Others. Mary, a 66-year-old woman who
recently retired and moved to the country stated that "Initially, I thought that I should be
doing something for society." When asked about what she hoped to get out of
participating in SYNERGIC@Home, Sarah said "It was partly for selfish reasons but
partly some altruistic reasons as well. "Mark shared that for him " anything I can do to
reduce the risk, not just for myself but for anybody...you know - I'll do it".

Participants expressed that they had hope that their involvement would make a
difference and that their contributions to research would lead to positive change. They
acknowledged that the scientific process and advances in medical intervention take a long
time to happen and that they would be unlikely to see the benefits personally from
participating in a research study, but that they hoped "that it moves the research forward".
Frank stated that "I am certainly interested in being a Guinea pig if it helps somebody

else or me down the road."
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4.1.3 Other Considerations for Joining

When asked about the influence of the remote participation as a motivating factor
to join, participants reported that it was seen as a positive factor in that it eliminated the
barrier of travel and saved on time which would have been needed to drive to an in-
person group exercise class. Mary, who lives in a rural environment said that " I didn't
know if I would have to travel to Saint John or Moncton or Fredericton. I had no idea, so
virtually was a big plus". Other factors mentioned, but not common to all, were that the
study was free, that it was a way to get some exercise, and simple curiosity about the
research. Many of the participants commented on the "big time commitment" but that

they had the support of family and made attending the research sessions a priority.

4.2 Motivation for Sustained Participation

Semi-structured interview questions explored the barriers and facilitators
encountered by individuals while participating in the SYNERGIC@Home interventions
as well as their experiences in the virtual environment and with the research team. From
participants’ responses the three main themes relating to participant's motivation to
sustain engagement with the research interventions were developed. A fourth theme,
Barriers and Facilitators to Sustaining Participation, captures common findings reported
by individuals pertaining to their ongoing participation in the cognitive and physical
interventions. All of the participants spoke about the relationship which developed
between them and the research assistant and the influence that this had on their
experience and motivation to complete the interventions; this theme is Rapport with the

Research Assistant. Most of the participants shared about how participating in the
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physical exercise intervention made them feel from a physical and emotional perspective
and how these changes not only influenced their continued participation but left them
seeking ways to remain active after the conclusion of the intervention phase; this second
theme is Feeling Better. Participants all commented on what a positive experience it was
to participate in the research initiative. They spoke about the enjoyment that they derived
from their sessions with the research assistant and about the fun that they had with the
sessions. Having Fun is the third theme.

4.2.1 Rapport with the Research Assistant

All participants commented on the positive relationship that they had with the
research assistant (RA) who was conducting the remote interventions. They spoke of
getting to know the research assistant on a personal level, of having fun with them,
laughing, and taking an interest in each other’s lives. They commented on how the RA
"kept me motivated" and the rapport which encouraged their participation. Linda had this
to share about her relationship with the RA.

"I cannot say enough goodness about them. My person was who my body

needed at this time. They got it working and such and I just cannot say

enough about that person."

Participants shared that they felt that the relationship went beyond just someone getting
paid to do a job. Sarah shared about how she got to learn about her RA's life outside of
the study and how they built rapport.

"I felt that he was genuinely interested in my progress and that he was

committed to it and it made me feel committed to it too because we

accommodated each other. It wasn't cold or impersonal.”
31



Mark, even though allocated to the active intervention arm, did not complete the physical
intervention portion of the study. He spoke of the value of social connectiveness, of
having a good time chatting with the research assistant and how his continued
participation was influenced by this relationship.

"She was very friendly and honestly, we had a good time together. It was

a lot of laughs and things like that. It was really very pleasant. Somebody

else - I might not have completed the study."

4.2.2 Feeling Better

Feeling better as a theme relates to the physical and psychological benefits felt by
participants from engaging in the intervention that influenced their sustained
participation. Feeling better was expressed in several different ways by participants. For
Frank, it was expressed in functional gains " I can walk very well now without, without
any pain". He also shared how participating impacted a chronic health condition. " My
arthritis is much better than it ever was, or that it has been in year and years and years".
Others spoke in broader terms of being in "much better shape" or noticing a big
difference in their "capabilities". For the Linda, with self-expressed cognitive
impairment, there were not only physical improvements reported but also improvements
in mood as well. "I have a brightness and light in my life now that I didn't have before".
For one individual, participating in the study uncovered an unknown health issue that
they were able to get treatment for which improved their health in that way.

In all the cases, the improved functioning and feeling better led to participants
wanting to continue with the physical exercise interventions and even left them asking for

their programs, supplies, and recommendations as to how to continue after the
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intervention block was finished. Some participants felt that they could continue with the
exercise program on their own and all were trying to be more active. Some felt that they
needed some ongoing guidance or programming in order to continue with the physical
exercises.

4.2.3 Having Fun

In addition to commenting about the positive experience that they had while
participating in the study, all of the participants shared how much that they enjoyed the
intervention part of the study. Frank summarized it this way:

"It was wonderful. I kept telling her that one of the answers, one of the

answers on the assessment should be 'it was great fun'. I really enjoyed

it - other than that stupid little tablet, I really did enjoy the whole

thing."

Even Mark, who did not take part in physical exercise, commented that he enjoyed the
time spent with the RA. "It certainly was enjoyable. It turned into a two-hour
conversation every two days. It was fun." Participants spoke of laughing together and
having fun and getting a 'great deal of enjoyment' from the study.

4.2.4 Barriers and Facilitators to Sustaining Participation

During the semi-structured interview, participants shared about what made
attending the sessions easier and what might be considered a barrier to sustaining
participation. There were some common findings. All participants had strong, negative
feedback about the cognitive training. When asked how to describe her experience doing
the cognitive training, Linda replied: "Honest to God- I hated it". Four of the participants

labelled it as repetitive and boring. "It's just the same thing over and over and over and
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over again" shared Mark. There were challenges with the tablet that they performed the
training on, and most individuals experienced some technical difficulties with the device
and Neuropeak ™ software.

Having an individualized exercise plan and a knowledgeable research assistant
who could modify the exercises to meet the participant's needs was something which
facilitated ongoing participation in those participants who had pre-existing health
concerns. Linda shared how important this was for her.

"I found it very good too that if this exercise didn't work then she would
think up something else... My physio person thought it was very good too
and we made sure that we didn't do anything that magnified any of the bits I
have wrong with my body."
Even those who did not require any modifications commented on how much they
enjoyed the one-on-one sessions. Having individualized sessions, combined with
them being delivered remotely, also allowed for greater flexibility in completing
the sessions. Sarah shared this about how the remote participation influenced her
experience. " I could do it when I was camping, and he was camping. You know,
you couldn't do that if you were going up to the Currie Centre or whatever."

Individuals cited that their ongoing participation was partly due to their sense of
commitment to the study and that they were "not a quitter". Everyone shared that the
study was a positive experience, and some reported a sense of accomplishment which

came from completing the interventions.
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4.3 Participant Recommendations

During the semi-structured interviews, participants were encouraged to share
about their experiences and asked overall for any comments and anything that they would
change to make the study more impactful. Unanimously, all participants recommended
that the cognitive interventions needed to change. Frank summed it up this way: "do a
heck of a lot of tweaking on the cognitive". Participants were interested in finding out
about the results of the study and wanted to be involved if there were any follow-up
programming or a way to keep going with the physical exercise interventions.

Another thing brought up by participants was the time commitment. Mark said, "I
did find it to be a fairly large time commitment". He went on to share that "it is almost
too much" and that if it had been in person, he would have missed more sessions because
the travel would have added on probably an hour to the already long sessions. Sarah also
commented on the time that the study took and had a little laugh while sharing that "My
husband will say, it was a big commitment".

Participants were asked if participating in the study changed the way that they
thought about dementia or impacted their day-to-day habits. "Not a whole lot". "No, not
really". "Well, I mean, not much". "I would say probably not". When probed for more
information, participants were more aware of the need to be physically active, and most
had plans for continuing some of the programming or exploring options for physical
exercise in their communities. There did not seem to be a change in the way that they

viewed dementia, or their knowledge of dementia risk factors.

35



5.0 DISCUSSION

The Health Belief Model (HBM)(22), as a behavioral change theory, can help in
understanding participant's motivation to initially join and then to stay engaged in the
research study. The HBM dates back to the 1950's, but still remains in use today (20).
Health behaviours are dependent on two main variables: the desire to avoid the illness
and the belief that a health activity will prevent said illness (66). The HBM labels these
variables as threat perception and behavioural evaluation (22). In the HBM, how an
individual perceives the threat of the illness is assessed by looking at both perceived
susceptibility and perceived severity. The combination of these two beliefs is the driving
force for engaging in the health behaviour. Behavioural evaluation also has two
dimensions: perceived benefits and perceived barriers. An individual will weigh the
barriers against the benefits and determine their course of action (66). The model
acknowledges the influence of sociodemographics, individual's psychological
characteristics and 'cues to act' which it explains as triggers which could be intrinsic such

as illness symptoms or extrinsic such as media campaigns or social influences (22,66).

5.1 Motivation to Join

5.1.1 Fear of Developing Dementia

In this study, the participants who were the most explicit about their fear of
developing dementia were those who had close personal experience with a family
member diagnosed with dementia. This finding echoes Cantegeil and Pin (67) who
reported that individuals who knew someone with Alzheimer’s, or who had been a

caregiver to someone with Alzheimer's, were significantly more likely to fear developing
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the disease. Cantegeil and Pin’s study, which was based in France, also showed that the
fear of developing dementia was highest in those 65 and older which aligns with the age
range of participants in SYNERGIC@Home. Fear of dementia was also one of the main
motivators for changing health behaviours related to dementia risk reduction in Kim et
al.'s (20) qualitative study on the perceptions of dementia and dementia risk reduction.
Similarly, in Australia and in the United Kingdom, motivation to improve brain health
has been found to be higher for individuals who had contact with or were carers to
individuals with dementia (68,69).

The theme Fear of Developing Dementia which was described as a motivator for
joining SYNERGIC@Home seems to be supported by the literature. An individual's
personal experience with dementia contributes to this belief and that is what was shared
by participants. In the health belief model, this theme speaks to the threat perception in
that all the individuals interviewed had a high perceived susceptibility to developing
dementia as well as lived experience which spoke to the severity of the consequences of
having the disease. Research by Akyol et al. (23) also found that individuals with a
family history of dementia and prior experience with dementia were "associated with
perceptions of susceptibility and severity and also with cues to action about adopting
healthier lifestyle and behavior for reducing dementia risk"P=.

Since fear is an important motivator for engaging in prevention activities,
education and interventions targeting risk factors for dementia must be clear in how an
individual can decrease their risk of developing the disease. Studies which have been

undertaken to do this have shown that increasing awareness is not an easy task and that
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multiple strategies must be employed for dissemination of information in order to reach
older adults across all socioeconomic levels (70,71).

5.1.2 Making a Difference for Others

Participants shared about wanting to make a difference and spoke of altruistic
reasons for engaging in the literature. Altruism, as defined by the American
Psychological Association (72), refers to behavior that benefits another individual at a
cost to oneself. Older adults have been found to be more altruistic than younger adults
(73). Similar to what participants shared for reasons to participate in
SYNERGIC@Home, Carrera et al. (74), in their study looking at motivation to
participate in community-centered environmental health research, found that participants
felt motivated by contributing to research which was seen by them as beneficial to
society.

In the European multinational e-Health prevention trial (HATICE), altruism and
making a contribution to science was identified by participants as one of the top three
reasons for participating in the research (41). The HATICE study, as described previously
in the literature review, is similar to SYNERGIC@Home in that it targeted community
dwellers aged 65 and up who had cardiovascular risk factors and who were at risk of
developing dementia (75,76). The HATICE study had an 18 month intervention block
which was delivered through an interactive internet platform and consisted of education
models, a coach which provided participants with advice, feedback and motivational
support, interactive group exercise sessions and cognitive training (75,76). This study
used both qualitative and quantitative approaches to explore participant's motivation to

participate.
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The theme, Making a Difference for Others, is important to consider both for
engaging older adults in research initiatives as well as engaging them in dementia
prevention interventions. An understanding of this as a motivational factor could allow
for marketing and communication strategies to appeal to the positive impact and
contribution that being a research participant makes, and how this can advance dementia
prevention and best practices for care. Appealing to this theme for prevention activities
could focus on the impact that delaying the onset or slowing the progression of dementia
has not only to the individual but on how this decreases the burden of care to others and
society.

5.1.3 Summary

Fear of Developing Dementia as well as Wanting to Make a Difference for Others
are themes which are supported by past research as motivators to engage in research and
dementia prevention activities. In the literature review, it was suggested that older adults
who had a past history of exercising was a key determinant for initiating a new program
(32). This was not something that was supported by this study, since all but one of the
participants reported being very sedentary and they did not have much participation in
physical activity throughout their lives. Having the intervention online was not explicitly
mentioned as a motivator to join by the participants, but it was brought up that having the
barrier of travel removed due to remote participation was a consideration for their joining
the study. Accessibility has been cited as a motivator for participating in physical activity
so this aligns with previous research findings as well (27).

None of the participants mentioned having a physician encourage participation

which is cited in the literature as a motivational factor for many to join (27,35). Instead,
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participants heard about the study on the radio or saw it on social media which, in the
health belief model, is considered an external 'cue to act' (21). Enrollment for
SYNERGIC@Home was limited, and initial recruitment efforts quickly met targets
which might offer an explanation as to why there was no mention of physician
encouraging participation. It is possible that had recruitment taken longer that this might

have been reported.

5.2 Motivation for Sustained Participation

5.2.1 Rapport with the Research Assistant

All participants commented on the positive experience that they developed with
the research assistant who oversaw their intervention sessions and how this influenced
their participation. Relationship with exercise staff was found to be a motivator of
physical activity in Costello et al.'s research study (27) although individual's experiences
with physical activity would have been in a face-to-face context and not in a remote
setting such as with SYNERGIC@Home. Costello et al.'s research also reported that
having knowledgeable exercise staff is important to older adults, which supports what
participants were saying when they commented on their RA's ability to tailor the program
to meet their specific needs and to allow them to exercise safely. A theme generated in
Devereux-Fitzgerald et al.(33) was that " Delivery is as important as content" P-’. They
comment on how the delivery of a physical activity intervention by knowledgeable
trained staff affected the experience of older adults and that having a trusted leader and

individualized attention makes the physical activity highly acceptable to the older adult.
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More recent research has looked at the results of web-based physical activity
interventions comparing live groups which are led by a kinesiologist over a video-
conferencing platform such as Zoom™, to pre-recorded exercise sessions which
participants complete on their own (77). The drop-out rate was significantly less in the
live group as compared to the recorded group. This aligns with findings shared by
participants about the importance of the rapport with the research assistant.

Developing rapport with the RA was something common to all participants and
was an important part of what kept participants motivated to continue with the
interventions. This rapport was developed over the videoconferencing interface with
participants sharing about how they got to know their RA and how they enjoyed their
time together. The importance of developing rapport and having knowledgeable staff
delivering the interventions is not a new finding but what is important for this study is
that this relationship was developed and maintained in a remote environment through a
videoconferencing interface. The ability to develop a human connection with remote
interventions and the importance of this connection is something which will need to be
fostered and included in any future research planning or intervention programming
development.

5.2.2 Feeling Better

All of the individuals who shared about their participation in SYNERGIC@Home
reported that the interventions were a positive experience and that they felt better for
having had participated. Improved function, decreased pain and improved levels of
physical fitness were reported by all who completed the physical intervention portions of

SYNERGIC@Home. These benefits can mostly be explained by increased physical
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activity which in older adults is known to improve physical function, mental health, and
quality of life (78—81). In their systematic review of quality of life and subjective well-
being of physically active elderly people, De Souza et al. (81) also report "improved
cognition, self-efficacy and satisfaction, resulting in positive feelings towards life"P-162!,

One person, who had self-reported cognitive impairment, shared that the
interventions had a positive impact on her mood and outlook. Exercise in older adults has
been found to improve mood (82). Depressive symptoms have been shown to decrease
both with aerobic exercise and resistance training in healthy older adults and those with
medical conditions (83).

Older adults are often scared to start exercising and have fear of exacerbating
their chronic health concerns or of getting injured (33). In order to encourage older adults
to be more physically active, the positive, short term benefits, such as reported in this
theme of Feeling Better, should be shared when looking to recruit to dementia prevention
activities (33).

5.2.3 Having Fun

Coveney and Bunton (84), raise the subject of pleasure and it's absence from
health research. They propose that pleasure might be "considered a motive for human
action"!%3 Although they propose that most pleasurable activities are contrary to what
public health and prevention initiatives are trying to achieve, Phoenix and Orr (85), argue
that pleasure may contribute to good health in the realm of physical activity. Their
qualitative study recruited older adults who had a range of health conditions and who
exercised regularly. Pleasure or fun derived from physical activity was the main theme

which they explored. Participants talked about the limitations of experiencing pleasure in
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an aging body and shared that pleasure and the fun that they derived from physical
activity was an important element in staying active. A systematic review of the literature
on the acceptability of physical activity interventions to older adults by Devereux-
Fitzgerald et al. (33) found that enjoyment of the activity is key for acceptance.
Similarly, enjoyment in SYNERGIC@Home and having fun was a theme that
participants all spoke to as part of their experience.

5.2.4 Barriers and Facilitators to Sustaining Participation

Barriers to ongoing participation which were shared during the semi-structured
interviews included the large time commitment required for taking part in the
SYNERGIC@Home study. Lack of time has been documented in the literature as a
barrier to physical activity by older adults (27,28). Future interventions should consider
decreasing the frequency or duration of sessions and more research is required to
determine the minimum time commitment required to positively impact risk factors.

Another reported barrier was the cognitive training platform. Participants
expressed their dislike of the cognitive training platform used with SYNERGIC@Home
and reported only completing the cognitive portion in order to be able to proceed with the
physical intervention portion of the intervention. They reported struggling with the
technology and not having enough support. Dislike of online cognitive training by
participants has been reported in other research studies (39,86). Wanting feedback on
their performance, having a variety of exercises which were fun and relevant to the
audience were cited as important in keeping older adults engaged with web-based
cognitive training platforms (39). This aligns with the findings from the semi-structured

interviews. The need for support for using the cognitive training platform has also been
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identified in the literature with Haesner et al (87) reportedly having to conduct video-
based training, provide support through messaging, telephone calls and even having to do
home visits for 26% of participants in their evaluation of an online cognitive training
platform. Participant's recommendation that the cognitive portion be "tweaked" should be
taken under advisement since other studies, such as The Body Brain Life for Cognitive
Decline trial, reported that the lowest levels of adherence in their study came from their
cognitive training component (86). Increasing user support, built in feedback for
participants, and a modern interactive interface which allows for some personal
preference of activity choices should be considered when revising the online cognitive
training.

Facilitators reported by the participants included individualized attention and
exercise programs. Especially for individuals who have limited physical activity
experience, participating in a group exercise program can be a barrier to participation
(27). Having the intervention done remotely, individually with the research assistant,
would counteract the intimidation of starting to exercise in a group setting.

Remote interventions also facilitated participation as it allowed for flexibility with
scheduling, eliminated the barrier of travel and allowed for participants to join from any
location which could support the Wi-Fi required for the Zoom™ connection. Ease of
access to physical activity programs from a transportation, safety and cost perspective are
facilitators which are reported by previous research (27,28). Eggink et at.(88), in their
review on dementia prevention trails, recommend that prevention interventions should be
"easily available, accessible and affordable" P7. Furthermore, they suggest that this can be

met by web-based interventions and list current and planned research initiatives which
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will look to access the technology and offer dementia prevention remotely. Experiences
shared by participants in SYNERGIC@Home would support that this was what was
achieved through the study.

Research on using the Health Belief Model to predict behaviour change has not
found consistency across different studies in the weight carried by each of the
dimensions; however many studies have found that perceived barriers weight heavily in
predicting the motivation to act (22). This is perhaps where the impact of
SYNERGIC@Home being conducted remotely using virtual technology factors in the
most. There were very few expressed barriers and instead the comments were more with
regards to the ease with which individuals were able to take part in the interventions.
Participants were happy that the barrier of travel was eliminated, that there was flexibility

in scheduling and that they could participate in their own homes.
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6.0 LIMITATIONS

There are some limitations which should be noted for this study. Qualitative
research shares the experiences of the individuals in their given context which is that of
the SYNERGIC@Home study. Only Anglophone participants and those in the full
intervention arm (combined exercise + cognitive training) were included in this
qualitative study. As such, participant's experiences cannot be generalized to the
population of New Brunswick or across other study contexts.

Due to the nature of recruitment for SYNERGIC@Home, which mostly came
from individuals hearing an interview on CBC radio, there is likely a sampling bias
towards a higher level of formal education. Similar biases have been noted in other online
dementia prevention studies who have used volunteer samples (89). Although new
themes did not appear in the interviews after the fourth participant, which is an indication
of saturation, there were a small number of individuals interviewed. Given the small

sample size available it is possible that data saturation did not occur.
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7.0 CONCLUSION

Globally, there are over 55 million people living with a dementia with a
widespread impact that goes beyond the individual and their families (90). Research into
Alzheimer's disease and related dementias has demonstrated that there are modifiable risk
factors which can delay the onset and lessen the impact of dementia (9,10). Oliveira et al.
have commented that "there is a current dearth of research investigating the factors
associated with individuals' motivation to change lifestyle for dementia risk reduction"?=
(91). Inrecent years, dementia prevention interventions, in part due to the global
pandemic, have shifted to being remotely administered. What is unknown in this recent
shift, is what motivates an individual to engage with dementia prevention conducted
remotely using virtual technology.

This research identified themes for what motivated participants to initially enroll
in the research and then to continue to participate in a community-based intervention for
the prevention of dementia- SYNERGIC@Home. The main themes generated for
motivation to join were Fear of Developing Dementia and Making a Difference for
Others. Both themes were well supported by the literature and motivation to join a
remotely administered study was not different from what was reported as motivation for
joining an in-person dementia prevention study.

What was most remarkable were the themes that were developed from
participant's sharing their experiences and reasons for continuing with the research
interventions. Rapport with the Research Assistant was the main motivator for staying
engaged with the research and this relationship was formed across a remote interface. Not

only did participants comment on this relationship but they also got great enjoyment from
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the interaction and experienced a sense of camaraderie which was explored in the theme
Having Fun. This speaks to the importance of maintaining human connection even when
leveraging technology for the remote delivery of research or interventions. Participants
also reported Feeling Better from having taken part in the interventions and reported
improved functional abilities, and better physical and mental health. These findings are
supported both by research on the outcomes of physical activity in older adults in the
traditional in-person settings and by emerging research on web-based physical activity.
Personal experiences/beliefs and a desire to make a difference were the
motivators to join but it was the human connection, enjoyment and feeling better which
kept individuals participating in SYNERGIC@Home. There was a general lack of
awareness, even within the participants, of dementia risk factors and interventions to
target them which highlights the need for widespread public messaging. Future research
into dementia prevention will need to pay attention to the importance of making the
intervention activities fun and enjoyable and maintaining human connection even when

leveraging technology for delivering interventions remotely.
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APPENDIX A: Semi Structured Interview Guide

Central Research Question

What do older adults describe as their motivation for initially enrolling and then
continuing to participate in SYNERGIC@Home, a virtually delivered dementia
prevention study?

Warm-up questions

e Tell me a little bit about yourself. Age, where you live, family status, work, or
volunteer, what you do for fun etc.

Knowledge about Dementia

e Can you describe to me your experiences with dementia?

¢ In what ways has dementia impacted your life?

e What is your knowledge of dementia?

e Can you tell me what you know about dementia prevention and risk factors?

(Probe - how/when did you learn about these)

Knowledge about SYNERGIC@Home

e Can you describe your understanding of the SYNERGIC@Home Study?
e How did you learn about the project? Or, who introduced you to the project?
o Did someone recommend that you participate? Who? Why did they
recommend you participate?

e (Can you share with me why you choose to join the study?

e What factors were you considering when you decided to join? (Probe: COVID
influence?)

e What were you hoping to get out of participating in the SYNERGIC@Home
Study?
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Virtual experience

e Can you describe your experiences with virtual online learning or virtual services
before joining the SYNERGIC@Home study? (Probe: explore time frame, was
this new learning with the pandemic)

e Can you describe for me how your experience was doing the study virtually?

e In what ways did virtual participation influence your experience in the project?

Intervention experience

e Can you share with me what it was like for you to participate in the physical
interventions that were part of the project?

e Describe any challenges you faced that made attending the sessions difficult.

e What helped you work through these challenges?

e Describe any facilitators or things which made attending the sessions easier.

e Prior to this project, can you describe your past exercise experience?

e Can you describe your experience doing the cognitive training?

e For the cognitive training, can you describe any barriers you might have
experienced that may have influenced your participation?

e (Can you share with me any factors which supported your participation in the
cognitive training?

e Describe your experiences with research team members leading the interventions.

e How did the interaction with the research team influence your experience or
motivation to participate? Can you tell me a little more about this?

e How did your family/friends feel about you participating in this study?
Concluding Questions / Comments
What did you get out of participating in the project/study?

Can you describe in what ways this program has impacted your day-to-day lifestyle or
habits moving forward?
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Through your experiences in the program, can you describe anything in your
understanding of dementia? (Probe positive and negatives)
Are there any comments you would like to add?

If you could change anything about the project to make it more impactful, what would
you change?
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APPENDIX B: Informed Consent

AUNB = Horizon

UNIVERSITY OF NEW BRUNSWICK HEALTH

CONSENT TO PARTICIPATE IN A RESEARCH STUDY

TITLE OF STUDY/PROTOCOL: Motivation of Older Adults in a Virtually delivered dementia
prevention study (SYNERGIC@Home)

PRINCIPAL INVESTIGATOR: Karla Faig, BScPT
Master of Applied Health Services candidate
University of New Brunswick

CO-INVESTIGATORS: Chris McGibbon PhD
Faculty of Kinesiology and Institute of Biomedical Engineering
University of New Brunswick

Pam Jarrett MD, FRCPC, FACP
Department of Geriatric Medicine
Horizon Health Network

Linda Yetman, RN, PhD
Department of Research Services
Horizon Health Network

Hanin Omar, RN, MN
Department of Research Services
Horizon Health Network

Molly Gallibois MScKin, CESP-CEP
Institute of Biomedical Engineering
University of New Brunswick

INTRODUCTION

Thank you for being part of the ongoing SYNERGIC@Home research study. We are doing an
additional research study related to SYNERGIC@Home. We invite you to volunteer to
participate in this additional study that is designed to help us better understand what
motivated you to join SYNERGIC@Home and take part in the interventions. Before you can
decide if you want to volunteer, you must understand the purpose, how it may affect you, any
risks to you, and what is expected of you. This process is called informed consent.

Consent Versionl November 6, 2022

FILE #: 4740
Page 1 of 6
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e Your participation is entirely voluntary;
e You may withdraw from the study at any time for any reason. You may also instruct the
study investigators to withdraw any information about your study participation.

PURPOSE OF STUDY
This study aims to explore the motivation of participants to initially join and then continue to
participate in a virtually delivered dementia prevention study (SYNERGIC@Home).

STUDY DESIGN

This research study will take place between November 1, 2022, and November 1, 2023. Up to
10 participants, who have finished the physical and cognitive training portion of the
SYNERGIC@Home study, will be invited by the research coordinator who oversees the
participation in the Synergic@home study to take part. Interested individuals will then be
contacted by the study Principal Investigator.

This study will use semi-structured interviews to ask participants about their experiences in the
SYNERGIC@Home study. Interviews will take place using the Zoom for Healthcare© platform,
will be digitally recorded and take 45-60 minutes to complete. The recorded interview will be
transcribed, and all information which might identify you will be removed. A copy of the
transcription will be sent to you for review. If there are any changes you would like to make to
the transcription, or things you would like to add, please let the Principal Investigator know. If
you are fine with the transcription, you do not have to do anything.

Information you have already provided in the SYNERGIC@Home study, including demographic
information, biological sex, and area of residence (urban/rural), will also be collected for the
purpose of this study.

POTENTIAL RISKS

There are no known risks that you will be exposed to during your voluntary participation in this
research study. You can choose to withdraw from the study at any point.

RESEARCH RELATED INJURY

While there are no known risks with your participation in this study, however, neither the
Horizon Health Network nor the Principal Investigator can guarantee or assure this. Inthe
event that injury, illness or disability results and you believe it is directly related to your
participation in this study, the Horizon Health Network requests that you contact the Principal
Investigator.

If you become ill or injured as a direct result of participating in this study, the Principal
Investigator will ensure that you receive medical care at no cost to you. By signing this consent
form you are in no way waiving your legal rights or releasing the Principal Investigator and
Sponsor from their legal or professional responsibilities.

Consent Versionl_November 6, 2022
FILE #: 4740
Page 2 of 6
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QUESTIONS REGARDING PARTICIPATION
If you have questions about your rights as a research participant or the conduct of the study,
you may contact the following individuals:

Karla Faig
Master of Applied Health Services (candidate)
University of New Brunswick

karla.faig@unb.ca
(506) 230-1261

Pamela Jarrett, MD, FRCPC, FACP

Department of Geriatric Medicine, Horizon Health Network
Dalhousie Medicine New Brunswick, Dalhousie University
Pam.jarrett@horizonnb.ca

(506)647-8968

Chris A. McGibbon PhD
Faculty of Kinesiology and Institute of Biomedical Engineering
University of New Brunswick

cmcgibb@unb.ca
(506) 458-7098

Regional Director of Ethics Services for Horizon Health Network
ResearchEthics@horizonnb.ca.
(506) 648-6094

If you have questions or concerns about your privacy rights as a research participant, you may
contact someone not involved in the study. You may contact the Privacy Officer for the Horizon
Health Network at the toll free number 1-877-422-8717.

By signing this consent form, you agree that your information, including your personal health
information, may be used as described above.

0 A copy of the signed informed consent form has been provided to the participant.

Consent Versionl_November 6, 2022
FILE #: 4740
Page 4 of 6
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POTENTIAL BENEFITS

There is no known personal benefit to participating in the proposed study. The information
learned from this study may be used to guide future research and help develop program aimed
at preventing dementia.

COMPENSATION
There is no compensation for participation in this study.

PARTICIPANT’S RIGHTS

By providing your consent to participate in this study, you do not waive any of your legal rights.
This also does not relieve the investigators, or the institutions involved in the study from their
legal or professional responsibilities.

PRIVACY AND CONFIDENTIALITY

All research materials that would identify you will be held in strict confidence and, to the extent
permitted by the applicable laws and/or regulations will not be shared with others or made
publicly available. If you agree to participate in this study, you will be assigned a unique
identification number that will be used on all the documents related to this study. This unique
number will be linked to your name and contact information on a “master list” of participants.
This master list will be kept separately from the other research information in a locked and
password secured format at the University of New Brunswick and will only be accessible to
research team members as delegated by the Principal Investigator.

The transcription of the semi-structured interview will be uploaded and stored at the University
of New Brunswick on a secure Sharepoint server and accessible only to approved research team
members. All information which could identify you will be removed from the interview during
transcription. Deidentified interview data may be shared with the SYNERGIC@Home study
research team. Once the transcription is checked against the digitally recorded interview, the
digital recording will be deleted. All other information collected, including the master list, will
be kept for a period of seven years.

Horizon Health Network and the University of New Brunswick’s Research Ethics board (REB)
may request access to study data to ensure that the researcher(s) have or are meeting their
ethical obligations in conduction this research.

PUBLICATION

The results of the study may be published, but you will not be identified, and your personal
information or interview will not be shared with others without your permission. Your name
will not appear in any report or article published as a result of this study.

Consent Versionl_November 6, 2022
FILE #: 4740
Page 3 of 6
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CONSENT TO PARTICIPATE IN A CLINICAL RESEARCH STUDY

TITLE OF PROTOCOL: Motivation of Older Adults in a Virtually delivered dementia prevention
study (SYNERGIC@Home)

PRINCIPAL INVESTIGATOR: Karla Faig BScPT
Master of Applied Health Services (candidate)
University of New Brunswick

PARTICIPANT’S QUESTIONS:

Has this study been explained to you? |:| Yes |:| No
Have you had an opportunity to ask questions and discuss this study? |:| Yes |:| No
Are you comfortable with the information that has been provided? [Jyes [INo
Do you understand that you are free to withdraw from this study? |:| Yes |:| No

Do you understand that you will receive a signed copy of this consent? |:| Yes |:| No

PARTICIPANT’S STATEMENT

I have read all 4of 4 pages of this consent form and understand the purpose of the research as
well as the potential benefits and risks of participation in the study. | have had the opportunity
to ask questions, and all my questions have been answered. | hereby give my informed consent
to be a participant in this study.

Printed Name of Participant Signature of Participant Date
Printed Name of Person Conducting Signature of Person Conducting Date
Informed Consent Discussion Informed Consent Discussion

INVESTIGATOR’S/DELEGATE’S STATEMENT

| have explained to the above participant the nature, requirements and the purpose of the study,
potential benefits, and possible risks associated with participation in this study. | have answered
any questions that have been raised. | believe that the participant understands the implications

and the voluntary nature of the study.

Investigator/Delegate (Print) Signature

Consent Versionl_November 6, 2022
FILE #: 4740
Page 5 of 6
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APPENDIX C: Horizon REB Approval

~= Horizon

Horizon Health Network Research Ethics Board
c/o Ethics Services

Saint John Regional Hospital, 2nd Floor

400 University Avenue / PO Box 2100

Saint John, New Brunswick, Canada E2L 4.2

Tel: (506) 648-6094 Fax: (506) 648-7734

November 23, 2022

Ms. Karla Faig

University of New Brunswick
Collaborative Care Seniors Health
180 Woodbridge Street

Room C-117

Fredericton, NB E3B 4R3
(506)230-1261

karla faig@horizonnb.ca

LETTER OF FINAL APPROVAL

RE: ROMEO File #: 101684 Event #: 42077
RS #: 2022-3194

Dear Ms. Karla Faig,

The Application for Study: Motivation of Older Adults to Participate in a Virtually Delivered
Dementia Prevention Study (SYNERGIC@Home), was reviewed and approved via the
delegated review process and will be reported at the December REB Meeting; this
approval is valid until: November 30, 2023.

Approved:

Document Name Version Date

Study Protocol - KFaig Research Proposal October 2.pdf
Questionnaires, Diaries or Wallet Cards - SSIG_1.0.docx

Informed Consent Form (RHA) - Consent form Nov 6 2022 docx

Also received and on file:
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Document Name © Version Date!

*The Research Ethics Board for Horizon Health Network is organized and operates according to
the principles of the ICH Harmonized Tripartite Guidelines: Good Clinical Practice, Tri-Council
Policy Statement and Division 5 of the Food and Drug Regulations; or with the definition in the
Interim Order Respecting Clinical Trials for Medical Devices and Drugs Relating to COVID-19.
The Horizon Health Network REB carries out its functions in a manner consistent with Good
Clinical Practices; and has reviewed and approved the clinical trial protocol and informed
consent form for the trial which is to be conducted by the qualified investigator named above at
the specified clinical trial site. This approval and the views of this Research Ethics Board have
been documented in writing. The documents approved by the REB cannot be altered or
amended until amended versions are approved by the REB; the research cannot be modified
except to alleviate immediate harm to research participants.

If you have any questions about the review and approval process, please contact our office, via
(506) 648-6094 or ResearchEthics@Horizonnb.ca. If you encounter any issues when working in
the Research Portal, please contact our system administrator in the Office of Research
Services, via ROMEO@HorizonNB.ca.

We wish you continued success with your research project.

Sincerely,

Dr. Marc Smith, MA, PhD
Chair, Horizon Health Network Research Ethics Board

*This statement is in lieu of Health Canada’s Research Ethics Board Attestation form
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APPENDIX D: UNB REB Approval

Karla Faig BScPT, Graduate Student, Applied Health Services Research,
C/o Faculty of Kinesiology
University of New Brunswick Fredericton

To Karla Faig:

As Chair of the Research Ethics Board (REB), | have reviewed your ethics application
for the project entitled "Motivation of Older Adults to Participate in a Virtually Delivered
Dementia Prevention Study (SYNERGIC@Home)" which has been assigned the file
number REB 2022-198. Thank you for also providing a copy of the correspondence
indicating review and approval of this research by the Horizon Health Network
Research Ethics Board dated November 23, 2022 under the file numbers ROMEO File
#: 101684, Event #: 42077, RS #: 2022-3194.

On the basis of the review, | consider your project to be eligible for delegated review,
since any risk to participants that might exist appears not to exceed the "minimal risk"
outlined in the Tri-Council Policy Statement, 2nd edition (TCPS2). | am also pleased to
inform you that, in my opinion, your project is in compliance with TCPS2 and the
University Policy on Research Involving Humans (UPRIH). Accordingly, please
consider this E-mail to represent official notification of REB approval of your
project. This REB approval is in effect from December 12th, 2022 to December
12th, 2025.

If you require an official hardcopy letter to satisfy a funding body, please inform the
UNB Fredericton Research Ethics Board office <ethics@unb.ca> as soon as

possible. If the funds for this research project are held until REB approval, please
inform the Office of Research Services at UNB of this approval in order to release your
funds.

Please note that, in the future, if you find that you must make any changes to your
protocol, those changes must be considered and approved by the REB before they are
implemented. Please submit the REB Case Modification Request form, available online
through the Research Ethics page of the Office of the VP (Research).

Annual Reports for this project are due on the 15th of January each year, provided that
this date is at least six months after the date of project approval. Final reports are due
90 days after project completion. Form templates for both of these reports can be
found on our website at https://www.unb.ca/research/vp/ethics.html.

Best wishes for the successful completion of your research project.
— David
David Coleman

Chair » Research Ethics Board
Professor Emeritus ¢ UNB Fredericton

T 506 453-5189 E dcoleman@unb.ca

68



APPENDIX E: Certificates

PANEL ON

RESEARCH ETHICS TCPS 2: CORE

Navigating the ethics of human research

Certificate of Completion

This document certifies that

Karla Faig

has completed the Tri-Council Policy Statement:
Ethical Conduct for Research Involving Humans
Course on Research Ethics (TCPS 2: CORE)

Date of Issue: 18 October, 2020

o4 Completion Date  11-Aug-2021
.. Expiration Date 10-Aug-2024

— Record ID 42845443
% PROGRAM

This is to certify that:

Karla Faig

Has completed the following CITI Program course: Not valid for renewal of certification
through CME

Canada GCP
(Curriculum Group)
Administration (GCP)
(Course Learner Group)

1- Basic Course
(Stage)

Under requirements set by:
Horizon Health Network (N2)

This GCP training contains all of the attested CITI Program modules from the Good Clinical Practice (GCP) - Canada Version 2. This ICH E6 GCP Investigator Site

Training meets the Minimum Criteria for ICH GCP Investigator Site Personnel Training identified by TransCelerate BioPharma as necessary to enable mutual
recognition of GCP training among trial sponsors.

Verify at www.citiprogram.org/verify/?wcfbc79e4-4a94-49cf-ad5b-ccOe2e10c45e-42845443
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RESEARCH
AT HORIZON

CERTIFICATE OF TRAINING

This certifies that

(First name, Last name)

Has completed following Informed Consent Training session hosted by Research Services,
Horizon Health Network (HHN):

Session Title: Informed Consent Process
Trainer name: Stella J. Park, CCRP
Date: @

Total CE awarded: 1.0 CE hours

Stella J. Powk
Stella J. Park, HRPP QA Manager Date (mmm-dd-yyyy)
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1995 BScPT Bachelor of Science in Physical Therapy

Queen's University, Kingston, ON

MAHSR 2023 Master of Applied Health Services Research
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Publications: N/A

Conference Presentations:

2022

How well is a virtual exercise and cognitive intervention at home tolerated by
older adults at risk for dementia? Faig K, Gallibois M, McGibbon C, Sexton A,
Haché J, Bohnsack A, Tranchant C, Handrigan G, Jarrett P. New Brunswick
Health Research Foundation Health Research Week. Fredericton, NB. November
2022.

Methodology for The CHARM Study — Coordinating transitions from hospital for
older adults with fractures: An interventional mixed methods study. Hanson N,
Freeze T, Skerry L, Nesbitt M, Faig K, Benjamin S, Ringuette J, Doucet S, Luke
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