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Abstract

Caregivers of people living with dementia are pillars of the care community. Providing them with
adequate support throughout their caregiving journey is essential to their quality of life and may also
contribute to improving the care of people living with dementia. Nav-CARE (Navigation - Con-
necting, Advocating, Resourcing, Engaging) is a volunteer-led navigation program that provides
support to older adults with life-limiting illnesses who are living in the community. However, Nav-
CARE does not provide support directly to caregivers of people living with dementia. To adapt Nav-
CARE to support caregivers, we needed to establish caregivers’ needs and the competencies
volunteer navigators should be trained in to support caregivers to meet these needs. To do so,
a modified e-Delphi method was utilized, which consisted of administering three sequential
questionnaires to a panel of 35 individuals with expertise in a variety of dementia related domains.
Through this, two final lists of 46 caregivers’ needs and 4| volunteer competencies were established
to inform the development of volunteer navigator training curriculum. Findings suggest that trained
volunteer navigators may be able to support caregivers of people living with dementia throughout
the disease trajectory and can be used to inform the development of future dementia navigation
programs.
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Background

Persons living with dementia require support from a multitude of interdisciplinary professionals,
however, care-partners are pillars of the dementia care community. Care-partners are those who
provide unpaid care and support to people living with dementia (Brodaty & Donkin, 2009). Care-
partners can be family members, neighbours, and/or friends of people living with dementia. They
spend an average of 6.5 years in their role and globally provide approximately 82 billion hours of
care annually in the form of cooking, cleaning, assisting with maintaining personal hygiene, at-
tending doctors’ appointments, making healthcare decisions, and performing a variety of other tasks
(Cheng et al., 2020; Frias et al., 2020; Hovland, 2018; Jeste et al., 2021). This care is equivalent to
the efforts of 40 million full-time workers (Cheng et al., 2020; Jeste et al., 2021). In Canada alone,
estimates suggest there will be over 1 million care-partners by 2050 (Alzheimer’s Society of
Alzheimer Society of Canada, 2022). When compared to care-partners of individuals with other
chronic diseases, care-partners of people living with dementia have a higher level of unmet needs
and burden, more family conflict, personal stress, and serious health problems, lower utilization rates
of available services, and an overall shorter life expectancy (Bressan et al., 2020; Brown & Chen,
2008). However, even when care-partners adapt well to situations, think positively about their role
and report feelings of personal growth, enjoyment, satisfaction, meaning and accomplishment
(Laparidou et al., 2019; Ribeiro et al., 2019) it is important to support them to maintain their active
involvement in caregiving.

Although research has focused on understanding care-partners’ needs and the efficacy of existing
programs in meeting those needs, care-partners emphasize that a greater understanding of the
realities of caregiving and more adequate supports are needed (Alzheimer Society of Canada, 2022).
Emphasis on the importance of care-partners has been influenced by relationship centered care
(RCC), which is a central framework considered in dementia care (De Witt & Fortune, 2019). RCC
emphasizes relationships and interactions among people living with dementia and those in their care
communities. Such relationships are essential to understanding the experience of living with de-
mentia, the foundation of therapeutic and healing activities, and the support required for those
impacted by the condition (Allison et al., 2019; Nolan et al., 2004). Within RCC is the concept of
personhood, which emphasizes the importance of respecting the needs, desires, and identity of care-
partners and people living with dementia, while acknowledging the sociocultural influences that
impact them (Hennelly & O’Shea, 2022; O’Connor et al., 2007). RCC has focused attention on the
importance of care-partners, on care in community settings, and on the spiritual, social, and re-
lational ramifications of caring for someone with dementia (Penrod et al., 2007). As a result, a range
of interventions to support care-partners have been developed. Common interventions include
support groups, befriending, information sessions, exercise classes, and care coordination (Huggins
et al., 2023). Interventions intend to address a variety of care-partner outcomes including burden of
care provision, depression and anxiety, health and well-being, quality of life, knowledge and skills,
social outcomes, and health care services utilization (Huggins et al., 2023). While there is variation
in the efficacy of interventions, common factors contributing to their success include their ability to
be tailored to the unique needs of care dyads as well as adapt to their changing needs along the
disease trajectory (Huggins et al., 2023).

The use of navigation interventions in dementia care has been emerging over recent years (Amjad
etal., 2017; Backhouse et al., 2017; Bernstein et al., 2020; Black et al., 2019; Zwingmann et al., 2019).
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Dementia navigation programs vary but generally utilize a non-clinical staff member to provide
person-centered care and assist care-partners and people living with dementia to access existing
services and supports within their communities, ultimately improving care integration (Giebel et al.,
2023; Kokorelias et al., 2023). These programs have contributed to improvements in the behaviours of
people living with dementia, decreased their healthcare utilization, and improved care-partner burden
(Amjad et al., 2017; Backhouse et al., 2017; Bernstein et al., 2019; Bernstein et al., 2020; Black et al.,
2019; Zwingmann et al., 2019). Many of these programs provide support directly to people living with
dementia rather than care-partners and an evaluation of the impact of programs on care-partners is of
secondary focus (Amjad et al., 2017; Backhouse et al., 2017; Bernstein et al., 2020; Black et al., 2019;
Zwingmann et al., 2019). As such, less is known about the best approaches to providing navigation
support directly to care-partners and the potential benefits of doing so. However, it has been suggested
that shifting the focus of programs to care-partners may lead to a greater understanding of care-
partners’ needs and the importance of their role, as well as lead to the development of more adequate
supports (McCabe et al., 2016).

An example of a navigation program that provides support directly to people living with life
limiting illnesses that could be adapted to support care-partners is Nav-CARE (Navigation -
Connecting, Advocating, Resourcing, Engaging). Nav-CARE is an evidence-based volunteer led
program that supports individuals in the community living with declining health (Pesut et al., 2022).
It utilizes trained, experienced, and mentored volunteer navigators to support clients in their homes
or over the phone throughout their illness journey (Pesut et al., 2022). Volunteers are trained to
address quality of life needs, advocate for clients and families, facilitate community connections,
and promote active engagement (Pesut et al., 2020, 2022). Through consistent visits, relationship
building takes place and clients can be supported with present and future planning and decision
making, provided with a social safety net, and encouraged to engage with life (Pesut et al., 2020).
Currently, Nav-CARE does not provide support to care-partners of persons living with dementia.
However, if adapted using a relational approach, many components of the program may be beneficial
to care-partners and persons living with dementia. The purpose of this study was to establish the
foundation needed to adapt the Nav-CARE program for use within the context of dementia care. As
such, this study focused on determining care-partners’ needs that could be met through the support
of a volunteer navigator, and the competencies volunteer navigators should be trained in to meet
these needs. Findings from this study can contribute to conceptualizations of a volunteer navigator
role and the use of navigation in the context of dementia care.

Methods

Ethics approval was obtained through the University Behavioural Research Ethics Board at the
University of British Columbia. All panelists provided written consent to participate in the study.

Study design

The research approach used in this study was a modified e-Delphi (electronic). The Delphi method is
defined as “a multi-staged survey which attempts ultimately to achieve consensus on an important
issue” (Keeney et al., p. 3, 2011). In this study, this method was used to achieve consensus on care-
partners’ needs and competencies volunteer navigators must be trained in to meet these needs. The
modification was a change in the way that the first questionnaire was developed. Typically, the first
questionnaire is developed inductively based upon first round feedback (Keeney et al., 2011).
However, in this study, it was developed based upon a rapid review of systematic reviews examining
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care-partners’ needs (Huggins et al., 2023). With such a strong body of evidence currently in
existence, this was a more rigorous way of beginning the consensus process. The initial survey was
piloted by an Advisory Board consisting of four care-partners of people living with dementia to
ensure appropriate language was used and care-partners’ needs were accurately reflected.

Sample and recruitment

Panelists were recruited through email using convenience sampling between July 2021 and October
2021. Individuals were identified through personal and professional networks of the research team
and by reviewing global literature to identify experts publishing on topics relating to dementia
caregiving. An invitation to participate was sent through email to 100 potential panelists who had
expertise in dementia, volunteerism, volunteer navigation and/or had lived experience as a care-
partner of a person living with dementia.

Data collection and analysis

Following recruitment, three sequential questionnaires were administered to the expert panel
through the secure online survey software, Qualtrics (Qualtrics, Provo, UT). Sequential ques-
tionnaire links were emailed directly to panelists who were given one month to respond to each
questionnaire. A maximum of three reminder emails were sent to panelists over each one month
period. After one month, if a response was still not received the panelist was considered lost to
follow up. This process took place over a six-month period to allow for data analysis and survey
development between the administration of questionnaires.

First questionnaire

The goal of the first questionnaire was to establish consensus on care-partners’ needs that could be
met through this program. Panelists were instructed to contextualize these needs as those that have
the potential to be met through assistance from a trained volunteer navigator and rate their im-
portance. The list of needs statements was developed by conducting a comprehensive rapid review
of systematic reviews of the needs of care-partners of persons living with dementia. This list of 43
items was categorized into six themes; (1) connecting through supportive relationships, (2) physical
and emotional health, (3) practical help (e.g., yard work, cleaning), (4) finding and gaining access to
care related resources, (4) information, and (5) healthcare support. Panelists were asked to rate the
importance of each need statement on a Likert scale of 1-5 (“not at all important” to “extremely
important”). Descriptive statistics were run on all statements and consensus was defined when 60%
of respondents rated the statement’s importance as 3 or greater (Keeney et al., 2011). If a needs
statement did not achieve consensus, it was removed from the list of needs that was provided in the
second questionnaire.

For each of the six themes, panelists were asked to provide additional care-partner needs they
believed were important but were not included in the questionnaire. All responses were quoted
verbatim, placed in a Word document, and analyzed manually using content analysis (Keeney et al.,
2011). Statements were reviewed to determine if they were similar or dissimilar and grouped
together or separated accordingly (Keeney etal., 2011). Following this grouping, each statement was
reviewed again to determine if and how similar statements could be collapsed together into succinct
summary statements (Keeney et al., 2011). Focus was placed on ensuring the summary statements
were as close to the original wording as possible. Once summary statements were created, each
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statement was organized into categories to reflect key aspects of the responses (Keeney et al., 2011).
Thematic labels were established by reviewing the statements in each category collectively to
determine the most appropriate label for the grouping.

Second questionnaire

The second questionnaire focused on establishing the knowledge, skills, and abilities volunteer
navigators need to be trained in to support care-partners in meeting their needs. To accomplish this,
the thematically organized list of needs statements developed based upon responses to the first
questionnaire were provided to panelists. Panelists were asked to inductively think of and provide
suggestions related to the necessary knowledge, skills, and abilities in an essay response box. All
statements were analyzed using content analysis following the same process used in the first
questionnaire (Keeney et al., 2011). Thematic category labels and summary statements that were
developed were used as the competency categories and competency statements presented in the third
questionnaire.

Third questionnaire

The third questionnaire focused on gaining consensus on the appropriateness of each competency
statement. Panelists were provided with a thematically organized list of competency statements that
was developed based upon responses to the second questionnaire. Panelists were asked to rank the
appropriateness of each item on a Likert scale ranging from 1-5 (“not at all appropriate” to
“extremely appropriate”). Descriptive statistics were run on all variables and consensus on the
appropriateness of competencies was determined using the same process as the first questionnaire.
Panelists were also asked to provide a list of resources at the community, provincial, and national
level that they found to be beneficial to care-partners through previous experiences.

Findings

35 individuals completed the consent process. Therefore, the expert panel consisted of 35 experts
with diverse ages, areas of expertise, and years of experience. All panelists (n = 35) responded to the
first and second questionnaires. Thirty panelists responded to the final questionnaire, which reflects
a 16.6% attrition rate. The majority of respondents were female (n = 34). Importantly, 37.14% of
respondents self-identified as care-partners of people living with dementia. Panelist demographics
are provided in Table 1, Panelist Demographics.

First questionnaire: Care-partners’ needs

Panelists rated the importance of 43 care-partners’ needs statements organized into six categories.
All needs statements achieved 80%—100% consensus, exceeding the minimum 60% consensus
threshold (see Table 2 for results). Therefore, all statements were included in the second ques-
tionnaire and final needs statement list. Modes ranged from 3—4 for all needs statements, which
indicated that most panelists rated needs as either “moderately important” or “very important”. All
needs statements had a range of 2, 3 or 4 indicating some variation in responses. The means of all
needs statements ranged from 3.36—4.91 indicating that the importance of each need was con-
sistently rated highly. The needs statement with the highest average importance rating was under
category (6) Healthcare Support; “identifying providers that can help them [care-partners]”. Content
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Table 1. Panelist demographics.

N % Of respondents

Age

25-34 2 5.71

3544 4 11.43

45-64 17 48.57

>65 12 343
Main area of expertise

Family and/or friend care-partner of a person living with dementia 13 37.14

Clinical work with dementia 9 25.71

Volunteer navigation 6 17.14

Dementia research 5 14.29

Volunteerism with dementia programs 2 5.71
Years of experience

I-15 years 22 59.09

>|5 years 13 4091
Gender

Male | 2.86

Female 34 97.14

analysis of qualitative responses resulted in the development of three additional needs statements,
which are provided in Table 2: Consensus on Care-Partners’ Needs.

Based on importance ratings and qualitative responses, a final list of 46 needs statements was
developed. The similarities among needs statements were assessed and statements were recate-
gorized into six thematic groupings: (1) relationship needs, (2) personal, physical, and emotional
health needs (of the person living with dementia and/or dyad), (3) care-partners’ various personal
needs, (4) finding and accessing care-related resources, (5) accessing information, and (6) care-
partners’ and/or people living with dementia’s various healthcare related needs. This recategori-
zation and labeling provided a thematically organized summative list of care-partners’ needs that
was provided to respondents in the second questionnaire.

Second questionnaire: Knowledge, skills, and abilities

The second questionnaire presented 46 needs (43 original needs and 3 additional needs from the first
questionnaire) organized in six thematic groupings. Qualitative responses of the requisite knowledge
skills and abilities for each need were reviewed and thematically organized. Content analysis of
these responses resulted in the development of seven competency categories, and 41 sub-
competencies. These competencies are provided in Table 3.

All competency statement categories were intended to adequately reflect the range of qualitative
responses. For example, a respondent highlighted the importance of volunteer relational skills by
stating it would be important for volunteers to have “strategies to build trust [and] how to define
boundaries explaining [the] role of the volunteer navigator”. The importance was also highlighted by
a respondent who stated “In relation to areas such as grief and sadness, the volunteer navigator not
only needs to know the resources in their local community but must understand proper commu-
nication strategies, how to actively listen and be able to recognize if the dementia care-partner
requires professional help following a discussion (i.e., becoming triggered or at risk of harming
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Table 2. Consensus on care-partners’ needs.

Importance rating Percentage of
respondents who rated item 3-5 on Missing
Domain a 5-point scale Mode data Mean

I. Connecting through supportive relationships
Develop/strengthen relationships with the following individuals/groups...

Other care-partners 91% 4 0 3.97
The person living with dementia 97.14% 5 0 4.23
Their family members 88.24% 4 I 3.85
Their friends 78.78% 4 2 3.36
Their wider social circle (e.g., employer, 81.81% 4 2 3.36
children’s teacher, school counsellor,
neighbor)
Their healthcare providers 97.14% 5 0 4

* Additional needs statement developed from qualitative responses to questionnaire |: It is important to have
someone (e.g., a trained volunteer) assist care-partners in identifying and negotiating stigma associated
with dementia caregiving

2. Physical and emotional Health

Assist care-partners in meeting the following personal physical and emotional health needs...

Engage in enjoyable activities 80% 4 0 3.54

Listen to their experiences and concerns 97% 5 0 4.60

Help identify their physical health needs 94.28% 4 0 4

Help identify their emotional health needs 100% 5 0 4.46

Help identify resources to support their 100% 5 0 4.47
physical health needs

Help identify resources to support their 100% 5 I 4.60
emotional health needs

Help to stay and/or become physically 97% 4 0 4.03
active

Provide support with experiencing grief 100% 5 0 4.54

Help to access resources to manage 100% 5 0 437

chronic health conditions (e.g.,
depression, anxiety, heart conditions)

Encourage the communication of personal 100% 5 0 4.60
and emotional needs

3. Practical Help
Assist care-partners with finding help to meet the following personal needs...

Making adaptations to care-partners’ 100% 4 0 4.06
homes to accommodate the person
living with dementia

Doing home maintenance 97% 4 0 391
Cooking 94.28% 3 0 3.63
Cleaning 94.28% 3 0 3.80
Completing yard work 88.58% 3&4 0 3.63
Shopping and errands 97.15% 4 0 3.83
Completing paperwork and applications 100% 5 0 437

for support services

(continued)
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Table 2. (continued)

Importance rating Percentage of
respondents who rated item 3-5 on Missing
Domain a 5-point scale Mode data Mean

4. Finding and gaining access to care related resources
Assist care-partners with finding and accessing care-related resources...

Programs that support their needs (e.g., 100% 5 0 4.63
health authority services, respite,
support groups, financial assistance)

Health assessments for the person living 97% 5 0 451
with dementia (e.g., cognition
assessments if their condition seem to
be worsening, occupational therapist
assessments for the physical
environment)

Consistent and coordinated support from 100% 5 0 4.63
healthcare providers (e.g., from the
dementia diagnosis onwards)

After hour programs (e.g., someone to 100% 5 0 451
call for support, someone to come over
to help with care outside of regular
work hours)

Tailored programs that are specific to the 97% 5 0 4.29
needs of the person living with
dementia

Comprehensive local support agencies 94.29% 4 0 4.20
(e.g., Alzheimer’s Society)

A document outlining the necessary 97.14% 5 0 4.29

personal information about the person
living with dementia that is required to
advocate on their behalf in a variety of
ways
* Additional needs statement developed from responses to questionnaire |: It is important to have someone
(e.g., a trained volunteer) assist care-partners with findings and accessing respite services
5. Information
Assist care-partners with finding and accessing information about...

Dementia (e.g., risk factors, symptoms, 94% 5 4.29
what to expect throughout the disease
trajectory, treatment)

Engaging in conversations about dementia 100% 4 4.09
(e.g., telling their social and professional
networks about the dementia
diagnosis)

Strategies to manage the person living 100% 5 4.38
with dementia’s health (e.g., physical
and emotional)

Helping the person living with dementia 100% 5 4.32
have independence

(continued)
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Table 2. (continued)

Importance rating Percentage of

respondents who rated item 3-5 on Missing
Domain a 5-point scale Mode data Mean
Supporting the person living with 100% 5 I 4.12
dementia with personal care tasks
Making physical adaptations to person 97% 5 I 424

living with dementia’s living
environment (e.g., door chimes,
removing dangers that may increase
their risk of injury)
Financial resources and support (e.g., 100% 5 4.47
government funding, care-partners tax
benefits, subsidized care)

* Additional needs statement developed from responses to questionnaire |I: It is important to have someone
(e.g., a trained volunteer) assist care-partners with accessing information about how to improve their
skills with computers to increase their access to additional information

6. Healthcare Support

Assist care-partners in meeting their healthcare related needs (for themselves and the person living with

dementia)...
Talking to healthcare providers 100% 5 2 4.39
Identifying providers that can help them 100% 5 2 491
Booking and scheduling appointments 93% 4 2 4
Finding health region specific resources 97% 5 2 4.85
Informing healthcare providers about 97% 5 2 4.73
their specific circumstances and needs
Filling out healthcare paperwork 93% 5 2 4.24

themselves)”. Respondents noted that it is important to support care-partners’ wellbeing by stating
volunteers need to have the “ability to help care-partners determine what [their] needs are” and the
“ability to discern when assistance may be useful and how to introduce ideas in a gentle, em-
powering way”. The importance of supporting the care dyad was highlighted in statements from
respondents suggesting volunteers need to take a “collaborative approach, tailoring supports to
individual situations”. The importance of volunteers having knowledge of dementia was highlighted
as a respondent noted the need for volunteers to have an “awareness of [the] trajectory of dementia,
symptoms, and challenges that may be encountered”. This importance was also highlighted by
arespondent who noted that a volunteer “should have good working knowledge of dementia and the
complications of the disease and the challenges care-partners encounter when working with de-
mentia”. Understanding dementia stigma was highlighted by respondents who stated volunteers
need to have an “awareness of the stigma encountered by people living with dementia and their care-
partners” as well as be able to “codevelop a plan to frame/negotiate experiences related to stigma. A
respondent also highlighted the importance of having support for volunteers; “a good support system
is important for those who may take on these volunteer roles. This can be through their spiritual
supports, family or friends but also should be provided by the agency in which they volunteer for”.
To identify and assist with accessing healthcare services, respondents highlighted the need for
volunteers to have “strong knowledge of the healthcare system within their areas, including the gap
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Table 3. Consensus on volunteer competencies.

Domain

Appropriateness rating

Missing

Mode Mean data

|. Volunteer relational skills

Communicate effectively with care-partners and
people living with dementia

Assess care-partners and people living with
dementia’s physical, social and emotional needs

Determine care-partners’ preferred ways of
communication

Support care-partners while being open,
empathetic, compassionate, and non-judgmental

Develop positive conversations about aging and
memory loss

Understand ethical volunteer/client relationships
including prioritizing confidentiality

. Supporting Care-Partners’ well-being

Determine how to support care-partners in
establishing and maintaining social connections

Identify creative ways to provide adequate support
to care-partners

Identify the “big picture” issues and be able to
prioritize needs/tasks

Identify common emotional experiences care-
partners may be encountering and when to assist
care-partners in accessing professional help

Build capacity in supporting care-partners and
people living with dementia with grief,
vulnerability, depression and anxiety

Assist care-partners in learning and engaging in self-
advocacy

Assist care-partners with utilizing technology (e.g.,
computer searches)

Assist care-partners in communicating about grief
and burnout

Assist care-partners in self-assessing their personal
health and well-being

Assist care-partners in determining their
willingness to accept support from different
resources and their preferred way to engage
with and/or access these resources (e.g., a care-
partners may prefer online support, a care-
partners may not want support from a specific
organization)

Identify respite options and ways to assist care-
partners in accessing them

Percentage of respondents who
rated item 3-5 on a 5- point

scale

100%

93.10%

100%

100%

96.55%

100%

97%

100%

97%

100%

93.33%

93.10%

97%

97%

100%

93.33%

100%

4&5

485

4&5

49 0
407 0
452 0
479 0
410 0
479 0
417 0
417 1
410 0
430 0
413 0
410 |
397 0
423 0
433 0
403 0
430 0

(continued)
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Table 3. (continued)

Domain

Appropriateness rating

Missing

Mode Mean data

3.

Supporting the care dyad

Determine what is meaningful to the care dyad

Determine the best way to build a relationship with
the care dyad (e.g., what kind of communication
works best, how they like to interact with
healthcare providers)

Assess and assist care-partners in determining what
relationships may need strengthening (e.g., with
extended family members, with healthcare
providers, between the care dyad)

Assist care-partners in navigating conflict with the
person living with dementia and/or family
members

Advocate to meet the dyad’s needs

Assist care-partners in determining quality-of-life
concerns for themselves and their person living
with dementia

Know care-partners and dementia support
services available in the community and online
(e.g., identifying beneficial resources at the
community, provincial and national level)

Identify how the healthcare system functions
(especially regarding dementia related services)
and assist care-partners in developing their
understanding

Identify services and assist care-partners in
accessing them (e.g., completing paperwork and
required forms, accessing financial resources
and supports)

Assist care-partners in overcoming barriers to
accessing various services

Assist care-partners with planning access to
services they may need in the future

Assist care-partners in tracking relevant healthcare
information regarding the person living with
dementia

. Knowledge of dementia

Communicate information about dementia with
care-partners and their social networks (e.g.,
help to explain what dementia is and/or what the
disease trajectory entails to members of the
care-partners’ social network)

100%
100%

97%

83.33%

100%
100%

. Identifying and Assisting with accessing healthcare services

100%

97%

97%

100%

100%

93.1%

93.33%

48&5
4

N

4&5

4.30
4.37

o o

3.73 0

3.87 0

4.17 0

4.37 0

4.47 0

4.30 0

4.33 0

443 0

4.23 0

4.07 |

3.97 0

(continued)
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Table 3. (continued)

Missing
Domain Appropriateness rating Mode Mean data
Identify credible sources of information related to 100% 5 437 0
dementia and various associated health
conditions
Assist care-partners in accessing information about 100% 4 430 0
dementia
Assist care-partners in contacting providers who 93.33% 4 393 0
can inform them about dementia
Assist caregivers to identify strategies and support 100% 5 437 0
for engaging in challenging conversations about
dementia (e.g., advanced care planning, changing
abilities)
6. Knowledge of dementia stigma
Identify personal biases related to dementia 97% 5 427 0
Assess how stigma is encountered by care-partners 100% 4 440 0
and people living with dementia
Assist in the co-development of a plan to negotiate 96.55% 4 428 |
and respond to experiences related to stigma
7. Support for volunteers
Build capacity to reflect on your experiences 97% 5 440 0
Determine how to practice self-care and self- 100% 5 473 0
compassion while in a volunteer role
Build capacity in setting boundaries between 100% 5 479 |

yourself and the care-partners

and services and what other programs are available to fill those gaps (if any)” and be able to “actually
make these connections [with healthcare providers] and set up the services as care partners are so
overwhelmed with day-to-day care that they don’t have time to make phone calls and investigate
options”.

In many cases, panelists provided responses that discussed specific programs or aspects of
programs they have encountered that were either ineffective or effective at supporting care-partners.
These responses highlighted a range of topics such as online resources, support groups, researching
resources, and respite. As a result of these responses, an open-ended question was added to the third
questionnaire to gather additional information on existing programs and supports.

Third questionnaire: Appropriateness of competencies

The third questionnaire presented panelists with a list of 41 competency statements grouped into the
seven competency statement categories outlined previously and asked them to rate the appropri-
ateness of the competencies. Based on responses to this questionnaire, all competency statements
remained on the list as they were deemed appropriate with 83.33%—-100% agreement ratings.
Appropriateness ratings for competency statements had ranges of 1, 2, 3 or 4, which indicated
variation among responses. Modes for all competency statements ranged from 3—5, which indicated
that the appropriateness of statements were often highly rated with some variation. The means for all
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competency statements ranged from 3.73 — 4.9, which indicated consistently high appropriateness
ratings. The needs statement with the highest average appropriateness rating was “communicate
effectively with care-partners and people living with dementia” in the category of Volunteer Re-
lational Skills (see Table 3). Responses to the additional qualitative question regarding the efficacy
of existing programs were used to develop a resource list.

Discussion

The purpose of this study was to establish consensus regarding care-partners’ needs and the
competencies volunteer navigators must be trained in to meet them. Through this modified eDelphi
study, two distinct comprehensive lists were developed: (1) care-partners’ needs and (2) volunteer
navigator competencies. Collectively, these lists outline the needs of care-partners that should be
addressed through a volunteer-led navigation program, and the competencies volunteer navigators
must be trained in to support care-partners to meet those needs. This study established the needs of
care-partners that a volunteer navigator could meet which relate to six domains: (1) relationship
needs, (2) personal, physical, and emotional health needs (of the person living with dementia and/or
dyad), (3) care-partners’ various personal needs, (4) finding and accessing care-related resources, (5)
accessing information, and (6) meeting healthcare related needs. It also established the competencies
volunteer navigators should be trained in, which relate to seven domains: (1) volunteer relational
skills, (2) supporting care-partners’ well-being, (3) supporting the care dyad, (4) identifying and
assisting with accessing healthcare services, (5) knowledge of dementia (6) knowledge of dementia
stigma, and (7) support for volunteers. These needs and competencies align with dementia navi-
gation literature, which highlights the need for programs to support care-partners, provide emotional
support, coordinate with primary care providers, and tailor education programs and resources to care
dyads’ unique needs (Amjad et al., 2017; Backhouse et al., 2017; Bernstein et al., 2019; Black et al.,
2019; Zwingmann et al., 2019).

As such, this study has provided an important foundation to developing a volunteer-led dementia
navigation program. However, there are several limitations to consider when evaluating these
findings. The expert panel consisted of 35 individuals with diverse expertise relating to dementia.
Despite the broad range of expertise, this was a small panel of experts. Additionally, the sample was
primarily comprised of women and therefore, additional insights from a more gender diverse sample
were not included. While some demographic data were collected, we did not collect data on ethnicity
or social class. As such, we do not have an understanding of how these factors may have influenced
perspectives. As the questionnaires were administered electronically, only individuals who had
access to a computer and an understanding of how to use it were able to respond. While this allowed
us to include the perspectives of experts across Canada, it also may have excluded valuable
perspectives from those who do not have computer access. Finally, experts were provided with the
questionnaires and given one month to respond. As they were not completing the questionnaires
with a researcher present, they were unable to ask clarifying questions in real time. Therefore,
confusion regarding the questions may have resulted in responses that do not adequately represent
their perspectives. To mitigate this risk, a care-partner Advisory Board reviewed the wording of
questionnaires prior to their administration and experts were made aware that they could contact the
research team via email for clarification.

All competencies developed through this study are essential to the success of this volunteer-led
dementia navigation intervention. For example, the competencies pertaining to volunteers’ re-
lational skills and their ability to support a clients’ wellbeing, as well as their own, are foundational
to the efficacy of a navigation program (Pesut et al., 2022). While all competencies require an
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understanding of the experiences of care dyads, four competencies - knowledge of dementia,
knowledge of dementia stigma, supporting the care dyad, and identifying and assisting with ac-
cessing healthcare services - require additional consideration and a deep understanding of the
nuances of the dementia journey that is beyond that of a typical volunteer. For example, volunteer
roles that are task-related or require minimal contact between the client and the volunteer may not
facilitate the type of relationship development envisioned in this navigational role. In the context of
volunteer navigation with care-partners of persons living with dementia, the volunteer navigator will
engage in consistent visits over a long period of time, get to know dyads personally, understand how
dementia has impacted intimate aspects of their lives, and ultimately develop a meaningful re-
lationship. Nuances of the experiences of dementia may impact the ways in which volunteers, care-
partners, and people living with dementia interact with one another and the services in their
communities. As such, consideration of these factors is essential to effectively train volunteer
navigators, support care-partners, and improve the care of people living with dementia.

Developing knowledge of dementia & dementia stigma

Panelists in this study identified the need to access relevant information about dementia and de-
mentia stigma. As such, the competencies, knowledge of dementia and dementia stigma, generally
refer to volunteer navigators supporting care-partners to ensure they have knowledge of multiple
aspects of the disease and are able to communicate this with their wider social communities. The
need for improved knowledge among care-partners and their wider social communities is well-
established in the dementia literature (Ebert et al., 2020). Care-partners often highlight their lack of
understanding of dementia and desire for more information on caregiving related topics (Peterson
et al., 2016). It is important to ensure care-partners have adequate knowledge of the disease as this
can develop care-partners’ confidence, positively impact their experiences of burden, anxiety, and
depression, improve the care of people living with dementia, and delay placement in long-term care
homes (Peterson et al., 2016; Tan et al., 2021; Teichmann et al., 2022). However, there are several
complex barriers to improving care-partners’ knowledge (Peterson et al., 2016). For example,
information from primary care providers, who are often the key point of contact, can be limited and
few educational programs are widely available (Peterson et al., 2016). Further, there may be a lack of
knowledge of dementia in lay persons who have not been impacted by the disease or engaged in
dementia education (Kim et al., 2019). As such, volunteers can play a key role in supporting care-
partners to engage in more successful interactions with health care providers, while subsequently
addressing stigma.

Findings from this study suggest that volunteers can support care-partners to use their knowledge
in interactions with healthcare providers. Care-partners have highlighted a lack of dementia
knowledge among healthcare providers (Peterson et al., 2016), which can present in the form of
negative attitudes, lack of skills, and poor detection and management of dementia (Lv et al., 2021).
This has been attributed in part to the lack of dementia specific education across provider programs
(Keane et al., 2020). Mistrust in providers is significant as it could perpetuate negative experiences
of caregiving such as increases in care-partner stress regarding the quality of care the person living
with dementia is receiving, and a lack of opportunities for care-partners to learn more about the
disease through communication with providers (Peterson et al., 2016). Improving the knowledge
about dementia among healthcare providers is a complex and challenging task. However, volunteers
can support care-partners to access information on dementia, which will enable them to plan for
visits with healthcare providers by identifying the relevant questions they need to ask, symptoms
they want to discuss, and programs about which they may want more information.
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Volunteer navigators are uniquely positioned to play an instrumental role in improving
knowledge of dementia among care-partners and their communities. Providing training to volunteer
navigators regarding specific information about dementia, such as different diagnoses, disease
trajectories, and common behaviours can contribute to informed volunteer-care-partner discussions.
With this knowledge, care-partners will be able to engage in conversations with their wider social
communities about the realities of dementia and share information that may not be well understood
within communities. Providing information about dementia directly to care-partners may also be
beneficial. However, support from the volunteer navigator, who has received specific education and
conducted independent research using reputable sources, may contribute to reducing care-partners’
burden. Further, volunteer navigators can improve their personal knowledge of dementia by in-
teracting and establishing relationships with care-partners and people living with dementia (Harris &
Caporella, 2014; Kim et al., 2019). Through volunteer care-partner engagement and the de-
velopment of relationships, knowledge can go beyond a basic understanding of what constitutes
dementia and instead include the nuances of what a dementia diagnosis means personally for those
who are impacted (Ebert et al., 2020). This personhood-based knowledge is essential to improving
comfort with dementia and reducing the perpetuation of stigma (Ebert et al., 2020) and may in-
directly improve relationships between people living with dementia and their care-partners.

Lack of knowledge among providers and lay persons may contribute to developing and per-
petuating stigma (Kim et al., 2019). Dementia stigma is important to address as it has tangible
impacts on the health of care-partners and people living with dementia (Kim et al., 2019). For
example, relationships between care-partners and their social networks can be negatively impacted
by alack of deep understanding of the caregiving experience (Ashworth, 2020). Further, experiences
of stigma can contribute to increases in physical and psychological symptoms of dementia
(Ashworth, 2020), and care-partners can experience shame and guilt, anticipatory grief, social
exclusion, increased burden and develop negative self-perceptions (Ashworth, 2020; Su & Chang,
2020). As such, it is important that care-partners and people within their communities have
knowledge of dementia to establish environments where social inclusion and positive conversations
can take place, care-partners can be supported, and stigma and misconceptions can be addressed
(Kim et el., 2019). Informed discussions about dementia, which may occur as a result of increased
knowledge in volunteer navigators and care-partners, could reduce the spread of misinformation, the
perpetuation of stigma and negative interactions with healthcare providers.

Supporting the care dyad

Panelists in this study highlighted that care-partners need support with meeting their own personal,
physical, and emotional health needs, those of the person living with dementia, and the relationship
needs of the dyad. As such, supporting the dyad is a competency: one that requires volunteers to
consider the best ways to engage with the dyad while honouring the needs and personhood of care-
partners and people living with dementia. Supporting the dyad is essential as the wellbeing of the
care-partner is intimately connected to the disease progression, the wellbeing of the person living
with dementia, and the intricacies of their relationships (Stockwell-Smith et al., 2018). Therefore,
these areas of support require consideration of both individual and relational needs and emphasize
the importance of utilizing a RCC approach (Ryan et al., 2008). For example, while supporting care-
partners, volunteers may need to consider the intricacies of verbal and nonverbal interactions
between themselves and dyads, as well as the desires of the persons living with dementia.
Volunteers are in a unique position to support the care dyad as their role requires them to know the
care-partner and person living with dementia on a deep and personal level. Personal knowledge
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about the care-partner and person living with dementia is needed to truly understand their values,
complexities that influence decision making, and the best ways to offer support as their wellbeing is
deeply connected to one another’s (Kim & Song, 2021; Stockwell-Smith et al., 2018). The volunteer
navigator role provides the time and space to obtain this level of understanding and develop this
relationship. Discussions between volunteers and care-partners that are able to take place as a result
of this relationship may influence how care-partners make decisions, as well as the supports they
access to address their own well-being throughout the caregiving journey. Supporting care-partners
with decision making about the care of the person living with dementia may be a key role for
volunteer navigators. In making these decisions, the care-partner may need to consider past
conversations with the person living with dementia about their quality of life goals, and how they
align with their own, as well as their caregiving capacity (Tranvag et al., 2015; Waligora et al., 2019).
If these conversations did not take place, care-partners may be in a position in which they are
required to make decisions based on what they believe the person living with dementia would want.
In some cases, the values of the person living with dementia and care-partners’ own needs may be
conflicting (Miller et al., 2018). Making these decisions can be extraordinarily challenging for care-
partners and contribute to emotional distress (Fowler et al., 2013). Therefore, if volunteer navigators
provide support to the care-partner early on in their journey, they may be able to encourage
conversations between the dyad about quality-of-life goals in advance of acute and future events
(Orsulic-Jeras et al., 2016). When providing support further along in the caregiving journey,
volunteers may be able to provide emotional support to care-partners as they experience distress and
grapple with these decisions (Fowler et al., 2013). As such, volunteers may be able to support care-
partners in recognizing the importance of their own needs, as well as coping with grief and ex-
istential loss throughout the journey.

Identifying and assisting with accessing healthcare services

Identifying healthcare services and assisting care-partners to access them is a competency that
requires volunteers to provide meaningful navigational support. Panelists in this study identified the
importance of volunteer support to find and access resources that can help care-partners meet their
own personal, emotional and physical health needs as well as those of the persons living with
dementia. There are many resources that care-partners may need support to access such as education
programs, counselling, support groups, physical activity classes and respite (Whitlatch & Orsulic-
Jeras, 2018). As such, it is important to train volunteers to navigate in these areas. For example,
volunteer navigators need to be knowledgeable of the resources in their community and know how
to encourage care-partners to engage with them.

Respite is an example of a healthcare service that volunteers can support care-partners to identify
and access. Panelists in this study expressed that one of the most important services to support care-
partners in their journey is respite. Respite can contribute to decreasing negative outcomes asso-
ciated with the caregiving role such as burden and stress (Vandepitte et al., 2016). However, respite
services are unavailable or inadequate in some communities (Bieber et al., 2019). There are several
common barriers to accessing existing respite, which contributes to care-partners’ underutilization
of these services (Bieber et al., 2019; Vandepitte et al., 2016). These barriers include care-partners’
concerns for the comfort of the person living with dementia when placed in long-term care or
receiving home supports, guilt regarding leaving the person living with dementia, as well as the
inadaptability, high cost, and lack of awareness of services (Gresham et al., 2018; Harkin et al., 2020;
Vandepitte et al., 2016). Further, care-partners may be unaware of or unwilling to acknowledge their
own needs and ask for help and lack support to help them do so (Zwingmann et al., 2019). Although
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some of these barriers are a result of systemic issues, volunteer navigators can address some barriers
by providing an informed outsider perspective. With this perspective, volunteer navigators can
encourage care-partners to recognize the potential benefit of respite and other services, as well as
highlight the value in addressing their own needs. Volunteers can also support care-partners with
practical tasks such as identifying respite services in the community, understanding the paperwork
process required to apply for services, and encouraging care-partners to utilize these resources.
Although volunteer navigators do not visit directly with people living with dementia or provide
respite services, they can serve as a form of mental respite for care-partners by providing consistent
visits, being present, listening, supporting, and establishing trust, which may allow care-partners to
focus on their own needs.

Research impacts and implications

Findings from this study broaden the notion of what dementia navigation interventions can entail,
who can provide it, and how volunteers can be trained to provide such services. Much of the existing
dementia navigation research utilizes trained navigators or coordinators who are paid employees,
supported by clinical teams, and/or are clinically trained themselves (Bernstein et al., 2020; Jennings
et al., 2019; LaMantia et al., 2015; Merrilees et al., 2018). The use of trained volunteer navigators
with diverse backgrounds is less common and, therefore, not well understood. From a practice
perspective, findings from this study suggest that utilizing volunteers to provide navigational
support in a variety of domains may be an effective way to meet care-partners’ needs. Recognition of
the need for additional support for care-partners is reflected in The World Health Organization
(WHO) Dementia Action Plan, which highlights support for care-partners as a priority action area
and brings this issue to global audiences (WHO, 2017). Expanded conceptualizations of navigation
and subsequent increased reach of these programs may be an effective way to meet care-partners’
needs, thus helping to meet important policy priorities such as those contained in the WHO action
plan (World Health Organization, 2017). As such, findings can be used by researchers and healthcare
and community organizations to assist in guiding the development of dementia navigation programs,
or to enhance training curriculum for volunteers who work with care-partners and people living with
dementia.

Conclusion

As the older adult population continues to increase, so too will the reliance upon care-partners
(Alzheimer Society of Canada, 2022). Although there are programs to support care-partners many of
their needs remain unmet (Bressan et al., 2020; Brown & Chen, 2008; Zwingmann et al., 2019).
Programs that utilize trained volunteer navigators may serve as an effective approach to addressing
care-partners’ needs and improving supports. As researchers continue to investigate ways to support
care-partners, it is imperative that the needs most important to care-partners are considered in both
service provision and evaluation. Navigation programs provide an opportunity to honor those needs by
valuing the development of meaningful relationships, understanding the unique needs of care dyads,
supporting them to address these needs and alleviating the challenges care-partners face in meeting
them. In doing so, care-partners’ experiences may be improved and the wellbeing and connectedness
of communities strengthened. Further, increased use of navigation programs in dementia care can help
to expand conceptualizations of the ways in which care-partners can be supported. It is imperative that
we continue to develop innovative strategies to support the growing population of care-partners as they
are a group who are often forgotten, yet essential to dementia care.
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