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Abstract
Background: Volunteer navigation is an innovative way to help older persons get connected to resources in their
community that they may not know about or have difficulty accessing. Nav-CARE is an intervention in which
volunteers, who are trained in navigation, provide services for older persons living at home with chronic illness to
improve their quality of life. The goal of this study was to evaluate the impact of Nav-CARE on volunteers, older
persons, and family participating across eight Canadian sites.
Methods: Nav-CARE was implemented using a knowledge translation approach in eight sites using a 12- or 18month intervention period. A mixed method evaluation was used to understand the outcomes upon older person
engagement; volunteer self-efficacy; and older person, family, and volunteer quality of life and satisfaction with the
intervention.
Results: Older persons and family were highly satisfied with the intervention, citing benefits of social connection
and support, help with negotiating the social aspects of healthcare, access to cost-effective resources, and family
respite. They were less satisfied with the practical help available for transportation and errands. Older persons selfreported knowledge of the services available to them and confidence in making decisions about their healthcare
showed statistically significant improvements (P < .05) over 12–18 months. Volunteers reported satisfaction with
their role, particularly as it related to building relationships over time, and good self-efficacy. Volunteer attrition was
a result of not recruiting older persons in a timely manner. There was no statistically significant improvement in
quality of life for older persons, family or volunteers from baseline to study completion.
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Conclusions: Findings from this study support a developing body of evidence showing the contributions
volunteers make to enhanced older person and family well-being in the context of chronic illness. Statistically
significant improvements were documented in aspects of client engagement. However, there were no statistically
significant improvements in quality of life scores even though qualitative data illustrated very specific positive
outcomes of the intervention. Similar findings in other volunteer-led intervention studies raise the question of
whether there is a need for targeted volunteer-sensitive outcome measures.
Keywords: Volunteers, Palliative, Older persons, Navigation, Hospice, Quality of life, Family caregivers

Background
Finding innovative ways to care for a population aging
with complex, chronic illness is high on the healthcare
agendas of developed countries [1–3]. An area of
particular concern is the need to close gaps in support
for those transitioning from chronic illness management
to palliative care [4, 5], a transition period referred to in
this study as advanced chronic illness. Evidence describing the struggles of older persons living at home with
advanced chronic illness is compelling [6, 7], illustrating
the urgent need for enhanced support. These older
persons often live with heavy symptom burden [8–10]
and are at risk for social isolation [11]. Their need for
support, information, advocacy, and assistance with
decision-making is high [12]. They may not know of the
health or social services available in their community
[13]. Indeed, this time on the palliative trajectory may be
more problematic than the actively dying phase due to
the lack of suitable supports [14].
Persons living with advanced chronic illness are an
early palliative population; they are not imminently
dying, but death within a year would not come as a
surprise [15]. A palliative approach, in which the supportive principles of palliative care are used early in the
palliative trajectory [16, 17], has been used to describe
ideal care for this population [4, 18–20]. However, little
evidence exists on how to realize this ideal of early
supportive care [21]. One cost-effective way to provide
early palliative support is through volunteers. Hospice
volunteers have traditionally played a unique intermediary role with patients and can provide support and
practical help [22]. Hospice and palliative care societies
have long recognized the importance of early support
[23], and hospice volunteers are ideally positioned to
contribute to this support [24], but instead they are
often introduced late in the palliative trajectory [25].
When this happens, an important opportunity to enhance high quality palliative care is lost.
Another innovative way to provide support for older
persons living with chronic illness is patient navigation
[26, 27]. A robust body of evidence indicates that navigation is effective in improving cancer treatment by facilitating access to services [28, 29]. Volunteer and peer

navigation have been important aspects of this agenda
[30]. Navigation has also been used to reduce hospital
readmissions for older persons [31]. Navigation seeks to
connect persons to resources that they might not otherwise be aware of and helps remove barriers to accessing
those resources. Our early ethnographic work in rural
palliative care revealed that many resources in rural
communities were underutilized because persons who
needed them did not know they existed [32, 33]. Further,
we learned that whereas healthcare professionals assisted
with healthcare navigation, there was a gap in assisting
individuals to get access to practical helps that had the
potential to significantly improve quality of life [34]. Volunteer navigators have the potential to be a costeffective way to address this gap.
Other recent innovations have used trained volunteers
to improve the care of older persons living in community. A Canadian program called Tapestry, designed to
improve healthy aging, used volunteers to assist older
persons with goal setting and to collect person-centred
data for the interdisciplinary team. Tapestry focused on
older persons who were not yet in their last year of life.
A pragmatic randomized controlled trial of the Tapestry
intervention failed to show any significant differences on
study outcomes related to older person goal attainment;
however, qualitative data collected from older persons
participating in the intervention indicated positive responses to the volunteer visits [35–38].
The End-of-Life Social Action Study (ELSA) in the
United Kingdom used trained volunteers to provide face
to face support (befriending, practical support, and signposting) to persons at home in the last year of life. Volunteers conducted weekly visits, lasting 1–3 h, over a
four-week period. A pragmatic randomised wait-list trial
failed to find significant differences in quality of life,
loneliness or social support between the treatment and
control groups. Qualitative case study analysis of the
intervention suggested that the impact of the intervention could be enhanced by ensuring that volunteers take
a relational and goal-based focus in their role [39–41].
Based upon the foundations of navigation and a palliative approach to care described above, and upon a series
of studies we conducted exploring issues and potential
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solutions in rural palliative care [42–46], we designed a
volunteer-led navigation intervention, called Nav-CARE
(Navigation-Connecting, Accessing, Resourcing, and
Engaging).
Navigation is defined as working in collaboration
with patients, families, and communities to: a) negotiate the ‘best fit’ for the needs of persons, their families, and communities and resources; b) improve
access to needed services and resources at the end of
life (including death) and bereavement; and c) promote quality of life, foster independence, and facilitate community connections utilizing a culturally
safe, palliative approach [47 p. 1].
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Based upon these pilots, the purpose of this project
was to further develop Nav-CARE by implementing,
evaluating, and sustaining it in eight Canadian communities using an integrated knowledge translation approach. The objectives of the knowledge translation
study were two-fold: (1) to better understand the factors
that influence implementation and sustainability and (2)
to evaluate the impact of the Nav-CARE program using
a mixed-method approach. This manuscript focuses on
objective 2, evaluating the impact of the Nav-CARE
program. A related manuscript focuses on objective 1 by
describing Nav-CARE implementation and sustainability
issues across diverse study sites [52].

Methods
Nav-CARE helps older persons living at home with advanced chronic illness to gain social support and find resources to maintain their independence and meet their
needs. Volunteer navigators are trained to become
friends and advocates and to create connections with
community-based supports and resources. It is uniquely
adapted to care within community using the appropriate
scope of volunteers. It is important to note that NavCARE was designed to enhance, not replace, professional
health and social care navigation.
The study reported here builds upon the culmination
of collaborative work that entailed developing the conceptual and theoretical foundations for older person
navigation [47, 48]; creating, testing, and refining curriculum for volunteer navigators [49]; and conducting
three incremental pilots to determine the feasibility and
acceptability of Nav-CARE [50, 51]. These pilots provided care to older persons living with a variety of advanced chronic illnesses, of which cancer was the most
prevalent. Outcomes from a 3-year pilot (2011–14) indicated that the use of a rural nurse navigator was effective
in meeting the needs of this population [50]. Results
from two pilots conducted in rural Alberta and British
Columbia (2015–16) to test the feasibility and acceptability of adding trained volunteer navigators in partnership with the nurse navigator showed similar positive
results. Volunteers were successful in facilitating navigation services, felt well-prepared and were satisfied
in the role [51]. Older persons and family who were
interviewed indicated that the service was important
to their care. They cited specific benefits of having a
volunteer navigator such as assistance with decisionmaking, the presence of a social safety net, and improved engagement with life which in turn influenced
their perceptions of their illness experience [51].
These pilots indicated that Nav-CARE was a feasible
and acceptable way to support older persons and
their family living in community with advanced
chronic illness.

Aim/design/setting

Impact was evaluated using a mixed-method design of
concurrent triangulation [53] in which qualitative and
quantitative data were collected concurrently to overcome the limitations of a single approach. From pilot
studies we knew that participants could speak eloquently
to the effect of the intervention on their lives, thus
providing us with an interpretive account of impact. We
further sought to confirm those findings through quantitative measures. Qualitative data was collected through
semi-structured interviews. Quantitative data was collected through pre- and post-test measurements.
The setting was eight community-based hospice societies located in British Columbia (n = 6), Alberta (n = 1),
and Nova Scotia (n = 1). Table 1 provides information
about the communities in which these hospice societies
were located.
Participant recruitment

Hospice societies were recruited through pre-existing relationships. Using an integrated knowledge translation
approach, leaders from these societies assisted with
framing the study and were partners on the grant
application. To be eligible for participating in the study,
hospice societies were required to create a Nav-CARE
advisory committee and to designate a Nav-CARE
volunteer coordinator who would be responsible for
site-specific Nav-CARE duties. Volunteers were recruited through the Nav-CARE coordinator at each
study site. To be eligible for the study volunteers were
required to have hospice or equivalent volunteer training, participate in an interview to determine suitability
for the role, and undergo a criminal record check. Older
persons and family living with advanced chronic illness
were recruited by the volunteer coordinator from the
community through healthcare providers, public advertising, and word of mouth. Older persons were eligible
for the study if they were living with a chronic illness
that could reasonably lead to death within the next year
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Table 1 Communities in Study
Population

Distance to Urbana (km)

% population > 55

% population
unattachedb

1

9000

60

38.1

27

2

48,000

51

40

31

3

10,000

350

33

37

4

150,000

NA

36

28

5

5000

60

62

35

6

12,000

90

25

21

7

19,000

400

35

29

8

10,000

400

29

33

a

Population of greater than 100,000
b
Persons not living in an economic family (Stats Canada)

and if they had the cognitive capacity to fill out the study
measures. Stipends were provided for the volunteer coordinator and volunteers out of study funds to help offset some of the costs related to participating in the
research.
Nav-CARE intervention

An implementation toolkit that provided detailed startup instructions was provided to each community. After
the advisory committee was established, the volunteer
coordinator appointed, and the volunteers recruited,
members of the research team provided 14 h of inperson training in navigation. Volunteers and volunteer
coordinators attended the training. One of the research
team members was an advanced practice nurse who performed a nurse navigator role and a volunteer mentor
role in the early pilots of the Nav-CARE intervention
[50, 51]. After the volunteer education, older persons
were recruited and matched with volunteers by the volunteer coordinator. Volunteers were instructed to visit
with their clients biweekly, although the frequency and
nature of the visits were to be negotiated between the
volunteer and the older person. Visits were conducted
in-person or by phone depending upon the preferences
of the older person. The intervention period was either
12 or 18 months.1 Coaching sessions were provided to
volunteers via teleconference every four weeks by the advanced practice nurse who conducted the training. Volunteer coordinators participated in teleconferences every
six weeks to share implementation experiences.
Data collection

Data was collected between December 2016 and February 2019. As this was a rolling intervention across study
1

The study was funded by two agencies with different funding lengths.
One study focused on older adults living with a variety of chronic
illness (18 months). The other study focused on a cancer specific
population (12 months). The intervention and evaluation were
congruent across studies. Data were pooled to increase study power.

sites, data collection was mapped from the date of volunteer education. Three time points were used because
we anticipated that some older adult participants would
die before the study concluded and thus, it was important to have midpoint data. Further, midpoint data on
volunteer self-efficacy allowed us to determine areas for
volunteer development. These areas for development
were integrated into the mentorship sessions. The following data was collected: (1) Older person and family
satisfaction was evaluated through semi-structured interviews at the midpoint of the intervention (i.e., 6–9
months). Interviews explored why older persons and
family participated in Nav-CARE, benefits they incurred,
and suggestions for change. (2) Older person’s engagement was evaluated through a questionnaire completed
at the beginning, midpoint, and end of the intervention.
Older persons were asked to respond to 12 items exploring knowledge of resources, confidence in decisionmaking and communicating those decisions, and social
support using a Likert scale from 1 (all of the time) to 5
(none of the time). Items were derived both from the
goals of the intervention (e.g., access to information) and
from the benefits of having a volunteer navigator described by older persons participating in the pilot work
(e.g, assistance with decision-making). The questionnaire
was developed and validated during the pilot studies (see
Supplementary File 1). Items were derived from the perceived benefits of the intervention as described by older
person participants and family. Face validity was established by having several experts in the Nav-CARE intervention review the items. The questionnaire was then
trialled on a sample of older persons to ensure that
items were easily understood. Analysis of the questionnaire results revealed little missing data suggesting that
older persons were understanding the items. Descriptive
statistics showed good variability in the item scores revealing a range of response options. No further psychometrics were conducted. (3) Volunteer self-efficacy in
navigation and role satisfaction: A questionnaire to
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measure self-efficacy in navigation was developed for
this study based upon the competencies developed by
the principal investigators in a previous study [48].
These competencies informed the development of the
curriculum for volunteer preparation. Volunteers were
asked to report their self- efficacy on 32 competencies,
using a scale of 0 (not at all confident) to 5 (highly
confident) immediately after the training workshop, at
the midpoint of the intervention, and at the conclusion
of the intervention. Possible scores ranged from 0 to 160
with higher scores indicating higher self-efficacy. The
questionnaire was developed and validated in the pilot
study (see Supplementary File 2). (4) Volunteer satisfaction was measured at the end-point of the intervention
using a 43-item questionnaire that inquired about satisfaction on a 5-point Likert scale from 0 (strongly disagree) to 5 (strongly agree) on orientation (4 items),
training (8 items), performance feedback (9 items), communication (7 items), social contacts (4 items), and value
and respect (11 items). This questionnaire was adapted
for Nav-CARE with permission from a previously developed and validated hospice volunteer satisfaction questionnaire [54]. Possible scores ranged from 43 to 215
with higher scores indicating higher satisfaction (see
Supplementary file 3). (5) Older person, family, and volunteer quality of life (QOL) was measured at the beginning, midpoint, and end of the intervention using the
SF12v2, a well-validated measure with established norms
for the general population [55, 56]. Questionnaires were
distributed by volunteer coordinators, completed confidentially by the participants and returned to the research
office via mail for analysis.
Semi-structured interviews with older persons, family,
and volunteers were completed over the telephone by
the research coordinator and were audio recorded and
transcribed verbatim by a research assistant or transcriptionist. The interview guide, which was adapted for the
different participants, focused broadly on reasons for
participating in Nav-CARE, experiences with and perceived benefits of the service, challenges encountered,
and suggestions for improvement. The interview guide
was piloted prior to use.
Data analysis

Qualitative data were managed through NVivo qualitative software and analyzed using qualitative descriptive
techniques [57]. A codebook was developed based upon
the interview questions that broadly explored successes,
challenges, and recommendations for change of the
Nav-CARE intervention. Preliminary coding was completed by two investigators to ensure coding integrity. A
thematic account was developed for each group (e.g.,
older persons, family, volunteers). Data analysis and collection occurred concurrently; however, no substantive
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changes to the interview guide were made based upon
findings.
Quantitative data was entered into SPSS and cleaned.
Descriptive statistics were run for all measurement instruments. Mean, range (min and max) and standard deviation were reported for continuous variables.
Frequency and proportions were reported for the categorical variables. The satisfaction and self-perceived
competency questionnaires were analyzed using total
scores. The engagement questionnaire was analyzed by
item. The SF12v2 was analyzed and reported as a physical component (PCS) and a mental component summary (MCS).
Generalized estimating equation (GEE) method was
used to analyze the longitudinal data. GEE method provides parameter estimates and robust standard error accounting for the within and between subject variability.
The standard statistical methods does not account for
the within subject variability arising from repeated measures on the same individual overtime, hence GEE
method was used. One of the major problem of longitudinal data is missing data overtime. Multiple imputation
(MI) method was used to impute for missing data. The
MI method uses Markov Chain Monte Carlo (MCMC)
algorithm known as chained equation imputation. A
maximum of 5 imputed datasets were created and 200
iterations separating each imputed dataset were used.
The imputed values were compared with the nonimputed values and the results were very similar, indicating that the missing data was not associated with the
outcome variable and missing at random (MAR). The
results from the pooled analysis (average of results from
5 imputed dataset) were presented. The analysis was
conducted for the client engagement data and quality of
life data. SPSS version 25 (IBM Corp. Released 2017.
IBM SPSS Statistics for Windows, Version 25.0.
Armonk, NY: IBM Corp) was used to analyze the data
and a p-value < 0.05 was used for statistical significance.
A two-sided test was used for the analysis.

Results
Participants included older persons (n = 49) living in
community with advanced chronic illness, family members (n = 18), and volunteers (n = 38) who delivered the
intervention. (See Table 2 for demographic information).
Fifteen older persons died during the study intervention,
4 older persons withdrew, and 1 older person was unable
to continue due to cognitive decline. Further, there were
delays in recruiting older persons and additional persons
were recruited to replace attrition from death and withdrawal. This meant that not all participants received the
full 12–18-month intervention. Six volunteers withdrew
from being a Nav-CARE volunteer, and 9 were never
assigned to an older person, and hence, were inactive.
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Older Persons
(n = 49)

Family (n = 18)

Range: 55–95

Range: 46–86

Mean: 71.84
(SD 11.35)

Mean: 65 (SD
12.93)

Male 17 (34.7%)

Male: 5 (27.8%)

The most significant reason for volunteer attrition was
failure to recruit older persons in a timely manner [52].
Twenty-three volunteers completed the study (See
Fig. 1).
In total, the volunteers over all sites during the study
time period visited older persons 720 times. On average
the volunteers visited older persons for 77.54 min (SD
41.27) (see Table 3) with 77% of visits taking place in
homes [557/720]. In reporting this evaluation, we will
first present older person and family satisfaction as derived from the qualitative data and the quantitative results of the older person engagement measure. We will
then present a synthesis of qualitative and quantitative
findings of volunteer self-efficacy and role satisfaction.
Finally, we will present findings of older person, family,
and volunteer quality of life as measured by the SF12v2.
Codes for the quotes derived from participants are as
follows: P = older person, F = family, V = volunteer.

Female: 32
(65.3%)

Female: 13
(72.2%)

Older person and family satisfaction

Table 2 Demographic Information of Study Participants
Volunteer Demographic Information N = 38
Age

Range: 30–78
Mean 61.84 (SD
10.7)

Employed

No 30 (78.9%)
Yes 8 (21.1%)

Years of Volunteer Experience

0–5: 5 (13.2%)
6–10: 9 (23.7%)
> 10: 24 (63.2%)

Older Person/Family Demographic Information

Age

Sex

Relationship to Older Person

Partner: 14
(77.8%)
Child: 4 (22.2%)

Receiving other services

Yes 22 (44.0%)
No: 27 (55.1%)

Living Arrangements

Home alone: 23
(46.9%)
Home with
family 22 (44.9%)
Other: 4 (8.1%)

Number of chronic health
conditions

1: 25 (51%)
2: 14 (28.6%)
3 or more: 10
(20.4%)

Twenty-one older persons and 11 family members participated in satisfaction interviews. During this interview,
older persons were asked to rate their satisfaction with
the Nav-CARE program and their perception of its importance on a scale of 1 (not important) to 10 (very important). All older persons who responded (20/20) rated
their satisfaction with the program as 8 to 10 out of 10.
The majority of older persons (17/19) rated the importance the program as 8 to 10 out of 10. Six of 10 family
members who completed the survey rated the importance and their satisfaction with the program as 10 out of
10. Qualitative data suggested that Nav-CARE was perceived to be important because it helped with social connection and support, with navigating the complexities of
healthcare, and with cost-effective access to resources.

Fig. 1 Study Participant Recruitment. This figure provides a breakdown of the numbers of older persons and volunteers recruited, numbers who
were active at study completion, and reasons for study attrition
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Table 3 Visit Statistics (n = 720 visits)
Average Length of Visit in minutes
Type of Visit

Mean 77.54 (SD 41.27)
Scheduled: 597 (83%)
Unscheduled: 123 (17%)

Place of Visits

Home: 557 (77%)
Hospital: 25 (3.3%)
Long term care: 66 (9.2%)
Other (e.g., phone, coffee shop):
73 (10%)

Days Between Visits

Range: 1–117a
Mean: 18.4 (16.3)

Time spent on navigation
activities between visits
in minutes

Mean 32.32 (SD 42.73)

a

The reflects a client who take a break from receiving services

Family members cited additional benefits of emotional
and physical respite. However, participants were less satisfied with the volunteer’s inability to provide transportation or to perform errands.
Social connection and support

Older persons emphasized how the program provided
social support, especially for individuals living alone or
in isolated situations. “My two boys are in the city and
especially in the winter, they can’t come down because
they have their own jobs and families to look after. So, it
was nice to have someone in the community come to talk
to me” (P47). They further spoke of the value of having a
supportive friend who checked in on them regularly. “It
was just knowing that I could pick up the phone and call
her, I guess, that was the most important” (P30). Another
older person who felt isolated remarked on the sense of
self-worth she felt when the navigator visited. “Sometimes I sit here and feel sorry for myself. But after she
leaves, I feel kind of important to have somebody like her
come and visit me” (P51).
In addition to social support, older persons spoke of
how the navigator taught them special skills, listened to
their concerns, and engaged them in enjoyable activities.
One described how her navigator taught her to cope well
with stress, to listen to music and to just let go, and how
this guidance was benefiting her health condition. “I’m
so glad I signed up. I look forward to her visits, and that
helps me. After she leaves I just feel so much better”
(P36). For another individual, it was having a confidante
that made the relationship important. “I’ve learned to
live with what I have and I don’t talk about it all the
time. But to be able to talk to someone who understands
you, really understands what you’re going through, has
been a relief to me” (P37). The importance of having
someone listen to their concerns was echoed by others.
“I have a lot of friends and at first I thought the service
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would be a waste of time. But my navigator has talked
me through things I could not tell friends and family and
has helped me figure out what they need to know” (P29).
Another person, self-described as “not a loner” commented on how much he enjoyed going to a ball game with
his navigator, an outing that went beyond the usual services provided by the program (P41). The social aspect
of the program was so valued that older persons mentioned when their navigator took holidays, a replacement
volunteer should be sent to call or visit them. This social
aspect led one individual to reflect on the value of the
program. “It’s not focused on dying. It’s focused on living
- living the best you can with whatever you’ve got each
day of the year. And so, that’s been a real bonus for me
from this research. It’s led to other connections” (P37).
Like older persons, family remarked on the value of
social support for their own needs as caregivers. “When
you’re feeling really low, like, oh, my gosh, how much
more can I take? Then, she would build you up. She
would go, you know, ‘You’re doing something amazing
and, you know, you’re making a difference in your mom’s
life.’” After the older person passed away, the family
stayed in touch with the navigator saying, “the role was
still valuable” (F33).
Negotiating social aspects of healthcare

Older persons spoke of how volunteer navigators supported them to negotiate the complexity of modern
healthcare. They did so through a relational approach
that enabled them to identify resources and make sense
of healthcare information. Volunteers were perceived as
reliable and understanding, two qualities older persons
believed were missing in modern healthcare. For example, one person shared how important his navigator’s
punctuality was to him. “I need something that’s reliable.
She’s usually a minute early or once in a while she’ll be a
minute late. When you’re in this condition, you really
need stability and security. It’s really been profound. I’ve
told her, but I haven’t been weeping when I told her. I’m
getting all weepy as I think about this” (P12). Another
person suggested that the navigator may have a better
understanding of what they are going through than a
healthcare professional. “You need someone who understands and is supportive. And, you know, you can’t rely
on doctors. Most of them have never been sick in their
life. They don’t understand the amount of pain you go
through” (P37). An older person who was intensely frustrated by medical professionals said his navigator helped
him deal appropriately with the dilemma by letting him
discuss it. “When I described my frustration with my doctor she just supported me by saying, ‘that would be frustrating.’ She just provided support. So, I looked at my
options and I worked it through on my own. That was
really key, that changed the power dynamics. Rather than
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feeling like a victim of a doctor, I felt like, okay, this is
where it changes” (P12).
Older persons suggested that volunteers played an important role in helping them identify relevant resources
in the community and make sense of healthcare appointments and decisions. Navigators identified credible medical information for their clients helping them better
understand their health condition. One older person,
self-described as “medically illiterate”, reflected on how
his navigator helped him to understand his medical condition and the purpose of various tests and treatments
(P12). The navigators’ visits were a chance for older persons to debrief after medical consults, emergencies, or
tests. One individual talked about how her navigator
helped her find a neurologist closer to home (P29).
Others explained how their navigator could identify
when they needed to consult with a doctor about their
condition and then coach them in what to say and questions to ask (P37).
Likewise, family described similar benefits from having
a navigators’ support through the healthcare journey.
“Having her alongside is good. She asked if she could
come to the radiologist. And she was there and, you
know, she’s kind of like a third ear, right? Like a third
ear.” (F34).
Access to cost-effective resources

Older persons valued the practical ways in which the
navigator helped them to access low cost services in
their community. For example, one person whose navigator helped her complete a will with pro bono legal services, also listed benefits such as getting a handyman to
do repairs and finalizing a divorce in a cost-effective
manner (P39). Another individual detailed how her navigator connected her to an organization that could help
pay for her medications and introduced her to a free day
program at hospice where she could meet others and engage in pleasurable activities (P37). One person described how her navigator found a grocery store in their
community that delivered to seniors for free, introduced
her to a website with seniors’ resources for home maintenance and chores at lower costs, and got her enrolled
in a subsidized wheelchair transportation program (P29).
An older person whose husband was deaf and near-blind
appreciated the information her navigator provided
about housing, meals, and other resources that the
couple needed to remain independent. This individual
explained, “anything that came up, she would say, I’ll
look into that for you, and she did” (P32).
Family respite

In addition to the benefits described above, family members specifically mentioned the physical and emotional
respite they received through the volunteer navigator

Page 8 of 16

visits. For example, this family member described the
value of physical respite. “I really feel that if I asked her
to drop over for a few hours while I’m at a doctor’s appointment, or I’m somewhere for whatever reason, that
she would accept it” (F42). This was particularly helpful
if the family member reported that the older person
enjoyed the visit. “It gives him something to look forward.
And then, if I need to go into the drug store or to the
store or something, I know I don’t have to worry about
him” (F41). For some family members, the navigator visit
brought a welcome change from isolation. “My wife
seemed to be a little more outgoing in those visits than
just locked up in the house with me. It was a difficult
time and the volunteer certainly assisted me and my two
daughters by sharing the load” (F26). Respite for some
family took the form of letting the navigator take over
medical conversations so they could maintain some
measure of their former life. “I just wanted to be the
daughter. I didn’t want to be the nurse. And the decisions
about medications. If I had to talk any more about those,
oh my God” (F33).
Nav-CARE gaps: transportation and errands

There were also significant gaps identified by older persons and family members in what Nav-CARE was able
to provide. Many wished the navigator role could include providing transportation to appointments, shopping, or social outings. Further, they wished for
spontaneous help with errands. “I would want the
workers to be more relaxed about offering, ‘Oh, I’ll be out
in the community. Can I pick anything up for you?’ This
is a small community and it would be easy for them to
do that” (P12). This type of help was particularly important for those individuals who were experiencing declining mobility or were housebound.
Older person engagement

At the conclusion of the intervention, older persons indicated moderately high (defined as means of less than 2
on a 5-point scale) in response to statements asking if
they have people to turn to when they need help; they
have confidence in contacting someone when they have
a health problem; and they feel confident in communicating their needs and wishes to their doctor (See
Table 4). However, there were few statistically significant
changes on individual items between Time 1, Time 2,
and Time 3. (See Table 5 GEE analysis) Participants’
self-reported knowledge of the services available to help
them showed statistically significant (P < .05) improvements between Time 1, Time 2, and Time 3. Further,
participants felt more confident making decisions about
their health and healthcare from Time 1 to Time 2.
However, participants also reported feeling less
confident in making decisions about their life changes
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Table 4 Older Persons Engagement: Unadjusted Mean Scores
ITEM

T1 n = 48
Mean (SD)

T2 n = 33
Mean (SD)

T3 n = 21
Mean (SD)

1. I feel I know the services available in my community to help me

2.83 (.95)

2.30 (.95)*

2.05 (.74)*

2. I feel like I have people I can turn to when I need help

2.02 (1.00)

1.79 (.86)

1.67 (.66)

3. I feel lonely
(reverse scored)

3.81 (1.05)

4.09 (1.07)

3.6 (1.19)

4. I feel I can be involved in the things that are important to me

2.60 (1.05)

2.79 (1.17)

3.1 (1.2)

5. I feel I have someone I can talk to about the things that are troubling me

2.00 (1.09)

2.00 (.87)

2.14 (1.01)

6. I feel confident in making decisions about my life changes

1.9 (.83)

1.88 (1.02)

2.10 (1.04)*

7. I know where to get information about my illness

2.04 (.97)

1.79 (.89)

2.10 (1.07)

8. I feel confident in taking care of my illness

2.13 (.85)

1.84 (.81)

2.2 (.89)

9. I am confident contacting someone when I have a health problem

1.64 (.61)

1.58 (.66)

1.9 (.97)

10. I understand the information given to me by my doctor and other healthcare providers

2.13 (1.04)

1.76 (.83)

2.15 (.81)

11. I feel confident making decisions about my health and healthcare

1.89 (.90)

1.70 (.73)*

2.2 (.77)

12. I feel confident communicating my needs and wishes to my doctor and other healthcare providers

1.85 (.99)

1.67 (.82)

1.75 (1.07)*

* statistically significant changes at p < .05. Lower scores indicate improvements. Higher scores indicate diminished engagement
Likert Scale: 1 = “All of the Time” to 5 = “None of the Time”

and in communicating their needs and wishes to their
doctor at Time 3.
Volunteer self-efficacy in navigation and role satisfaction

Of the 38 volunteers who took part in the study, 2 reported a low self-perceived efficacy score at Time 1, 1
volunteer reported low self-efficacy at Time 2, and 1 volunteer reported low self-efficacy at Time 3. A low selfperceived efficacy was defined as a total score that
reflected a mean of 0–2 on the 5-point scale. Individual
item analysis indicated that there were no competencies
in which volunteers felt poorly prepared. However, several competencies reflected lower scores overall. These
were: advocate to meet client/family need with healthcare professionals; assist client/family to overcome service access barriers; advise client/family on negotiating/
advocating for care and services; facilitate strategies for
self-navigation; create linkages to local leaders, professionals, and resources; provide family with caregiving
support and resources; facilitate beginning discussions
with client/family about advance care planning and goals
of care; assess client/family service usage.
Volunteers indicated overall satisfaction with NavCARE on the satisfaction questionnaire. No satisfaction
item scored a mean of less than 3 on the 5-point scale.
Total scores ranged from 125 to 202, with means of
172.17 (SD 16.58), out of possible score of 215. Four volunteers indicated that they would like further orientation
to community resources and 7 volunteers indicated a
need for further training. A number of volunteers
expressed a desire for more opportunities for social contact with other volunteers.
Twenty-eight volunteers participated in qualitative interviews, providing additional insights into volunteer

satisfaction. Volunteers experienced satisfaction in providing their clients with companionship that alleviated
social isolation. Listening, helping clients transition toward dying, and building a unique and reciprocal relationship were important aspects of volunteer
satisfaction.
Listening

An essential part of companioning was being willing to
listen deeply: “Well, they often tell me that they feel so
much better after the end of our visit and really I have to
be honest that I haven’t done anything except listen”
(V21). An important aspect of listening was being willing
to hear those things that family might not want to talk
about. “It was important for her to have someone to express her feelings to who was not part of her family,
someone she could be really honest with and know it was
not going any further” (V21). Volunteers also spoke of
the satisfaction they derived from learning as they listened to client stories. “I enjoy being put in a position of
having to really think about what it’s like for an older
person who has health issues to contemplate what is
coming next for them” (V22).
Transitioning toward dying

As they were hospice volunteers first, these Nav-CARE
volunteers derived satisfaction from helping clients transition toward dying. “I think the best day we had was
walking to hospice, which is kind of weird, but it was a
beautiful day and a normal thing, and we walked together and just chitchatted. I think it was scary for her to
go through that step but it was helpful for her and fulfilling for me” (V35). Another important aspect of this transition was being willing to consider the reality of death.
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Table 5 Generalized Estimating Equations (GEE) Comparison
Table Engagement Questionnaire
Engagement
Questions

Time
Points

B

Std.
Error

Interval
Lower

Upper

Q1

T1

0a

0

0

0

0

T2

−0.540

0.2192

−0.985

−0.095

0.019*

Q2

Q3

Q4

Q5

Q6

Q7

Q8

Q9

Q10

Q11

Q12

Sig.

T3

−0.727

0.2555

−1.279

−0.174

0.014*

T1

0

0

0

0

0

T2

−0.236

0.1831

−0.597

0.125

0.199

T3

− 0.069

0.2214

− 0.524

0.386

0.756

T1

0

0

0

0

0

T2

0.329

0.2476

−0.229

0.887

0.216

T3

−1.127

0.5120

−2.313

0.060

0.060

T1

0

0

0

0

0

T2

0.119

0.2268

−0.330

0.568

0.602

T3

0.327

0.6184

−1.240

1.893

0.619

Building unique and reciprocal relationships

Navigators recognized that they straddled the emotional
investment of family members and the professional work
of a paid care provider, requiring a relationship building
of a special kind. Many clients did not have family
nearby and so navigators felt they filled a critical gap in
family support. Others recognized that the volunteer
role was special because it was a gift not an obligation.
“Their family comes and does things because they’re obligated. And the institution does what they’re obligated to
do. But I wasn’t obligated. She shared her life with me
and I was glad to be a part of it” (V31). Navigators described their clients as friends and suggested that the relationship had become mutually fulfilling. “We became
very attached to each other. She was older than me, but
not that much and it was like we knew each other for a
long time” (V28). Although these relationships between
volunteers and older persons took time to develop, they
were often long-lasting. “I’m going to be seeing him every
week for the rest of - until one of us goes. That’s what’s
happened between us. We’ve developed a real relationship” (V18).

T1

0

0

0

0

0

T2

−0.012

0.2227

−0.467

0.442

0.957

T3

0.706

0.5425

−0.654

2.066

0.245

T1

0

0

0

0

0

T2

0.029

0.2083

−0.402

0.459

0.891

Challenging aspects of the role

T3

0.547

0.2319

0.081

1.013

0.022*

As satisfying as developing relationships was for these
volunteers, there were also challenging issues related to
role fulfillment, boundary setting, and complex family
dynamics. Some volunteers felt that they did not fulfill
the navigational aspects of the intervention. For example, the same volunteer who reported that they made
such a difference through the visit to hospice (V35)
expressed frustration that more such opportunities did
not arise. Volunteers found they had to set boundaries
around how much time they would spend with clients
and around what tasks they would or should fulfill. “She
was using a walker and she’d have clothes in the wash
downstairs. I thought I could be folding those clothes
while I’m sitting here. But you know, I just felt that that
wasn’t our job” (V28). Further, they had to learn to allow
clients to set boundaries around visit length and schedule. Those who had backgrounds in healthcare had to
determine how and when to incorporate that specialized
knowledge into their roles as volunteers. Complex family
dynamics were also difficult. A navigator observed that
family dynamics shifted when she was visiting her client
and how she ended up with a mediating role. She had
been told that communication between family members
was problematic in her absence; but she was able to act
as a type of neutral translator that enabled better listening and understanding to take place in the room (V24).
Despite these barriers, overall volunteers expressed a
high degree of satisfaction with the Nav-CARE volunteer
role. This volunteer summed up what many described as
being a source of satisfaction in their role:

T1

0

0

0

0

0

T2

−0.157

0.1700

−0.500

0.187

0.362

T3

1.020

0.5300

−0.240

2.281

0.097

T1

0

0

0

0

0

T2

−0.310

0.1977

−0.726

0.106

0.135

T3

0.233

0.3976

−0.714

1.180

0.577

T1

0

0

0

0

0

T2

−0.046

0.1587

−0.388

0.296

0.776

T3

0.579

0.4547

−0.572

1.730

0.256

T1

0

0

0

0

0

T2

0.049

0.3479

−0.720

0.818

0.891

T3

0.135

0.3366

−0.595

0.865

0.696

T1

0

0

0

0

0

T2

−0.318

0.1250

−0.566

− 0.070

0.013*

T3

0.433

0.4670

−0.675

1.540

0.385

T1

0

0

0

0

0

T2

−0.234

0.2544

−0.802

0.334

0.380

T3

0.833

0.3871

0.039

1.626

0.040*

a Set to zero as parameter is redundant
*Significant at p < .05

“Friends and family want you to get better, they don’t
want you to think about the fact that you might be dying;
whereas I can look at it from a realistic point of view
and be open to her concerns” (V18).
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To me, it adds a richness to my life to meet other
people, to journey with them. I know it sounds trite
but it's the truth for me …and even though one of
my clients died, I found the whole process of being
the volunteer navigator and being involved with the
family as well, it was very powerful for me. You
know, it was and I was involved near the end of her
life and went to the funeral. (V21)

Table 7 Quality of Life General Estimating Equations for all
participants
B

Older person, family, and volunteer quality of life
(QOL)
Quality of life was measured at study initiation, midpoint
and endpoint (see Table 6). No statistically significant
changes were observed for any category of participants
over any of the three time points (Table 7 Results of
GEE analysis and Supplementary File 4). Data were collated over all time points for each group and compared
to population means. For volunteers, 67% (39/58) of
scores were at or above the general population norm on
the physical component summary, and 100% scored at
or above the general population norm on the mental
component summary. For older persons, 16% of scores
(14/87) were at or above general population norms on
the physical component summary and 66% (57/87)
scored at or above general population norms on the
mental component summary.
Discussion
The purpose of this study was to evaluate the individual
outcomes of a volunteer-led navigation intervention designed to provide enhanced support in the home for
older persons and family living with advanced chronic
illness. Qualitative evaluation indicated that older persons were satisfied with the intervention and felt it was
important to their care. Specifically, older persons described the benefits they gained through enhanced social

Lower

Upper

Sig.

GEE Comparison of PCS and MCS – Quality of Life (QOL) Volunteers
PCS

MCS

Exit interviews for volunteers who resigned or were inactive revealed that the greatest source of dissatisfaction
was not having an older person to work with which was
a result of recruitment challenges.

Std. Error

T1

0a

0

0

0

0

T2

−3.240

1.9506

−7.064

0.583

0.097

T3

−1.034

3.5433

−8.858

6.790

0.776

T1

0

0

0

0

0

T2

0.540

1.3218

−2.051

3.131

0.683

T3

−0.616

1.3957

−3.374

2.141

0.659

GEE Comparison of PCS and MCS – Quality of Life (QOL) Older persons
PCS

MCS

T1

0

0

0

0

0

T2

0.300

1.5001

−2.640

3.241

0.841

T3

−3.506

2.7585

−8.985

1.972

0.207

T1

0

0

0

0

0

T2

1.114

1.4101

−1.653

3.881

0.430

T3

−3.363

2.0067

−7.601

0.875

0.112

GEE Comparison of PCS and MCS – Quality of Life (QOL) Family
Caregivers
PCS

MCS

T1

0

0

0

0

0

T2

−4.498

1.8945

−8.211

−0.785

0.018

T3

−1.691

5.0544

−12.496

9.113

0.743

T1

0

0

0

0

0

T2

1.000

3.0838

−5.044

7.044

0.746

T3

4.314

4.2500

−4.020

12.649

0.310

PCS Physical component summary, MCS Mental component summary
a
Set to 0 because parameter is redundant

connection and support, help with negotiating the social
aspect of healthcare, and identification of cost-effective
resources to meet their needs. Family cited similar benefits with the addition of physical and emotional respite.
Older persons desired more practical help with transportation and errands. These findings provide a more fulsome description of findings from the Nav-CARE pilot
work where older persons and family cited benefits of
gaining assistance with decision-making, having a social
safety net, and achieving a higher level of engagement in

Table 6 SF12v2 Quality of Life unadjusted mean scores over three time points for participants
T1

T2

T3

n

PCS
Mean
(SD)

MCS

n

PCS
Mean
(SD)

MCS
Mean
(SD)

n

PCS
Mean
(SD)

MCS
Mean
(SD)

Older Persons

34

33.82
(10.66)

48.91
(10.82)

33

34.53
(11.49)

50.18
(10.06)

20

30.49
(7.88)

48.42
(12.24)

Family

11

46.88
(8.18)

44.53
(9.08)

11

42.38
(8.97)

45.53
(9.01)

6

44.99
(9.30)

48.65
(7.27)

Volunteers

23

51.91
(8.97)

55.75
(4.17)

23

48.67
(11.72)

56.29
(4.68)

12

49.52
(9.37)

54.40
(6.11)

PCS Physical component summary, MCS Mental components summary
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life [51]. This discussion will contextualize our findings
in relation to volunteer contributions to overall older
person well-being and volunteer preparation and role
satisfaction. We will further address the question of why
it is so difficult for volunteer-led interventions to show
statistically significant improvements in outcomes, when
participants are so clearly able to articulate volunteer
contributions to their care.
Volunteer contributions to client well-being

Although there is limited evidence about the impact of
the volunteer role on palliative clients and family, the
evidence that does exist suggests that volunteers can increase family and client satisfaction with care and overall
well-being [22, 58]. Qualitative findings from the ELSA
study, a volunteer befriending service at end of life, reported that volunteers reduced negative feelings in older
persons (e.g., self-pity and anxiety) and facilitated a
growth in their confidence [41]. Unique findings from
the Nav-CARE intervention were that volunteers helped
clients to access cost effective resources and to navigate
the social relationships of healthcare. Further, the volunteer navigators in this study enhanced older adult engagement. Older persons reported statistically significant
improvement in their knowledge of the services available
to them and confidence in their ability to make decisions
about their health and healthcare. Although participants
reported less confidence in making decision about their
life changes and in communicating their needs and
wishes to their doctor at Time 3, these items still
reflected moderately high mean scores. As this was a
population living with advanced chronic illness, and a
number of participants died while on the study, it is possible that transitions and needs related to their illness
were becoming more complex near the end of the
intervention.
Volunteer preparation and role satisfaction

Volunteers in this study felt well-prepared for their role.
Several competencies revealed lower scores overall.
These competencies were healthcare specific (e.g., advocating for clients with healthcare professionals or for services) and related to care of family and to community
capacity building. It is possible that these were competencies that reflected the boundaries between the volunteer and professional role. So even though older persons
in this study believed the volunteer navigators assisted
them with navigating healthcare social relationships; this
navigation may not have extended to direct advocacy
with healthcare professionals. Further, the low selfperceived competence in advocating for services may
have reflected the availability of services. Many of these
sites were rural, and so these volunteers were likely finding themselves trying to locate and access resources that
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were simply not available. Although in our initial competency development we envisioned that volunteers
would help to support community-capacity building, this
was beyond the scope of the volunteer work in this
study. In future work we will reconsider these specific
competencies to determine whether volunteer training
needs to be augmented or whether the competencies
themselves need to be modified to further clarify the volunteer role.
Volunteers were usually satisfied with their Nav-CARE
role, unless they were not paired with older persons in a
timely manner. Volunteer attrition was largely related to
a delay in finding older persons. The underutilization of
hospice volunteers, which is largely related to a lack of
knowledge about their availability and capabilities, is
well-documented in the literature [59, 60]. In this study,
volunteers indicated a need for further training and a desire to connect with other volunteers. Being part of a
supportive community, and feeling well-prepared and
mentored in their role is a critical part of volunteer satisfaction [61, 62]. In a follow-up study in progress, we are
now providing both monthly coaching sessions and ongoing education in various aspects of the volunteer role
(e.g., grief, boundaries, healthcare literacy).
Qualitative evaluation indicated that the volunteers
valued the unique reciprocal relationship that developed
between them and their clients. They derived great satisfaction from listening and learning from clients, and
from assisting clients in their transitions. This relational
interaction is a significant motivation for volunteering in
the literature [61, 63]. Volunteers described the importance of engaging in both small talk and deeply sensitive
topics, a finding that was also reported in the ELSA
study [41]. Volunteers recognized the intermediary space
they occupied between family and paid providers, a role
that has been described elsewhere [22, 41]. However,
volunteers in this study experienced challenges in relation to role fulfillment, boundary setting, and complex
family dynamics. The issue of role fulfillment is one that
has surfaced in all of the pilot work with Nav-CARE.
The concept of navigation bears overtones of being actively engaged to make things happen. In contrast, volunteers find themselves spending what they perceive to
be disproportionate amounts of time developing relationship. Further, as Nav-CARE is a new intervention it
takes time for volunteers to understand and grow into
the role. The complexity of volunteers dealing with family dynamics and boundary setting has been wellestablished in the hospice volunteer literature [62].
Paradox of outcomes

Finally, the question arises of why there were no statistically significant improvements in volunteer, older adult,
or family quality of life when this was an intervention
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designed to improve quality of life. Indeed, scores over
time for all groups remained remarkably stable. Little is
known about longitudinal patterns of quality of life in the
older person upstream palliative population; although,
there is some evidence to suggest that quality of life remains fairly stable at end of life, even with palliative intervention [64, 65]. A study using an intervention of a nurse
navigator who collected monthly quality of life scores
from 26 older persons living with advancing chronic illness, over a 4–20 month period, reflected relatively stable
scores over time, although without a control group it is
impossible to know what these scores would have looked
like without the nurse navigator [50]. However, there is
other data to suggest that those with cancer do experience
diminishing quality of life compared to their counterparts
with non-malignant disease [66]. In that case, a
stabilization of quality of life scores might be considered a
successful outcome. Without good evidence about longitudinal patterns of quality of life in specific chronic illness
populations, it is difficult to know what would be a reasonable outcome when trying to improve quality of life.
Further, in these longitudinal studies it is important to
evaluate the magnitude of change generated by significant
events so that we can better determine an appropriate effect size. A control group would have enabled us to overcome this limitation to some extent.
Older persons in this study reported comparable quality of life scores to a referent sample of individuals living
with chronic disease in Australia (PCS means ranged
from 36.1–46.4; MCS ranged from 47.3–50.2) [67]. For
family in the present study, 47% (13/28) of scores were
at or above general population norms on the PCS and
60% (17/28) scored at or above on the mental component summary. A referent sample from Canada of caregivers of persons with multiple chronic conditions
provided means ranging from 48.68–48.83 for the PCS
and 43.33–44.12 on the MCS [68]. Overall, reported
scores were congruent with similar populations reported
in the literature.
It is important to note that randomized controlled trials in both the ELSA [39, 40] and the TAPESTRY [35–
38] intervention also failed to show statistically significant changes in outcomes including quality of life, social
support, loneliness, self-efficacy, goal attainment, empowerment, or optimal aging. Yet, in all three of these
volunteer-led interventions, qualitative results suggested
that the intervention was impactful for older persons
and family. The challenge is, of course, that it is difficult
to influence policy based upon qualitative evidence when
randomized controlled trials fail to support the effectiveness of the intervention. It is possible that the essential
differences that volunteers were making in these interventions were not captured well within the measurement
instruments used.
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A recently published scoping review identified four
primary outcomes from supplementary palliative support
services: enriching relationships, greater autonomy and
perceived control, knowing more, and improved mental
health [69]. This review further revealed how many commonly used outcome measures fail to include all four
domains. In the context of this study, the SF12v2
addressed only the improved mental health domain
whereas the older adult engagement questionnaire addressed all four domains. However, the engagement
questionnaire still failed to show statistically significant
improvements in most areas even when older persons
described very specific gains they realized in being involved with these volunteers (e.g., better decisions, emotional respite, low cost services). It is possible that these
four domains are influenced by many factors beyond
volunteer contributions (e.g., family, healthcare providers) and so it is difficult to demonstrate the unique
contribution of volunteers independent of these other
factors. Here is where the qualitative work becomes
particularly important in developing a more nuanced understanding of impact. There is now a developing qualitative body of evidence that will facilitate the
construction and testing of measurements specific to
what might be realized through volunteer-led interventions [41, 62].
This study has several limitations that should be considered when evaluating the findings. A number of older
persons died while on the study, and there were significant delays in recruiting older persons in some communities. The difficulties in recruiting older persons were
related to a number of factors including public perceptions of hospice, professional gatekeeping, and a concern
that recruitment strategies would identify too many
older persons and thus overwhelm the capacity of the
organization. These factors have been described in detail
in another paper [52]. This meant that not all older persons received the full 12- or 18-month intervention. Further, this meant that some volunteers went for long
periods after the training without a client, which in turn
had implications for the collection of self-efficacy scores.
These scores were then more useful in identifying where
volunteers felt less prepared and less useful in providing
a representation of developing competency. The lack of
psychometric data on the engagement questionnaire
limits the generalizability of the findings. Future research
will conduct psychometric testing of this questionnaire.
Finally, there was no control group by which to compare
the measured impacts.

Conclusion
This study contributes to a growing body of evidence on
how innovative volunteer models can improve care for
older persons living at home with chronic illness.
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Building upon a palliative approach to care, this
volunteer-led navigation intervention (Nav-CARE) has
the potential to improve social support, access to lowcost resources, healthcare social negotiation and engagement of older persons living at home with advancing
chronic illness. Volunteers provided physical and emotional respite for family. Volunteers were well-prepared
for, and satisfied in, the Nav-CARE role as long as they
were matched with older persons in a timely manner.
Further, research needs to be done in developing
volunteer-sensitive outcomes so that volunteer contributions can be documented more robustly. The study authors are in the process of scaling out the Nav-CARE
intervention to additional sites across Canada to build a
more robust understanding of its potential impact.
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