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Abstract

Introduction: Approximately 15% of children in North America live with a complex health condition.
When caring for these children, it can be difficult and time-consuming to determine what services
are available to meet their complex needs. Method: The aim of this research project was to explore
the experiences of families using NaviCare/SoinsNavi, a patient navigation centre for children/youth
with complex care needs and their families. Six families were assessed longitudinally over a six- to
eight-month period. Semi-structured interviews were done at intake, three to five months, and six to
eight months. Families also kept a monthly diary recording their experiences. Results: Families were
satisfied with the services provided by NaviCare/SoinsNavi. They found it comforting to have
someone that would take the time to listen to their concerns and was able to provide
recommendations for services. Discussion: This longitudinal case study shows the benefit of
navigation centres for children/youth with complex care needs and their families.
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A Qualitative Case Study Exploring the
Experiences of Caregivers Using a Patient
Navigation Centre for Children with Complex
Care Needs

Introduction

Approximately 15% of children in North
America experience a chronic health condition
(Kaufman et al., 2007). These children often
have unique health-care experiences that can
make navigating the health care system
challenging. They often require multiple visits to
specialists and may require hospitalizations
(Colver et al.,, 2013). While there is no single
definition for a child with complex care needs,
for the purpose of this study, this refers to a child
or youth with “multidimensional health and
social care needs in the presence of a recognized
medical condition or where there is no unifying
diagnosis...” (Brenner et al, 2018, p. 1647).
These children are significant users of the health
care system and related services, requiring a
coordinated effort by the family as well as the
care team.

The first patient navigation program
was developed in Harlem, New York, by Dr.
Harold Freeman in 1990 (Freeman & Rodriguez,
2011). Since that time, patient navigation has
increased in use across North America. The aim
of patient navigation is to guide and orient
patients through the health care system,
connecting  patients’ unmet needs to
appropriate resources to decrease
fragmentation, improve access, and support the
coordination of care (Fillion et al, 2012;
Freeman & Rodriguez, 2011; McMullen, 2013).
While the first patient navigation centres
focused on cancer patients (Freeman &
Rodriguez, 2011), it is becoming evident that
patient navigation programs may be useful for
other medically underserved populations, such
as those who live in rural areas, due to the
limited resources in these communities (Paskett
etal, 2011; Weinhold & Gurtner, 2014). Arecent
environmental scan identified 19 pediatric
patient navigator models in Canada (Luke et al.,
2020). Patient navigation is an area of research
that is increasingly shown to improve outcomes
for children with complex care needs (American

Academy of Pediatrics Council on Children with
Disabilities, 2005). However, studies exploring
the experiences of participants using navigating
services is limited. Navigating services and
resources to meet the complex care needs of
children can be especially difficult for families
and even the care team (Charlton et al,, 2017).
Based on a needs assessment completed prior to
2017 with input from various stakeholders
(Doucet et al, 2017), it was determined that
there was a need for a patient navigation centre
for children and youth with complex care needs
and their families in New Brunswick, Canada
(Charlton et al, 2017). As such,
NaviCare/SoinsNavi (NaviCare hereafter) was
launched in January of 2017 (Doucet et al., 2019)
with the following goals: (a) to ensure the
integration of health, education, and social
services for children and youth with complex
care needs; (b) to advocate for children and
youth with complex care needs and their
families; and (c) to offer families a setting to
voice their needs and mentor/support other
families.

NaviCare is a free virtual research-based
service that is available primarily through phone
or email for children and youth (25 years of age
or under), their family, and the care team. It is
currently housed at the University of New
Brunswick in Saint John. Families are connected
to a patient navigator (PN) who is either a
Registered Nurse or lay navigator. The ultimate
goal of the PN is to coordinate access to services
and resources and act as an integral part of the
care team, helping children and youth and their
families with their health-care journey. In the
literature, there is limited research evaluating
patient navigation, especially when dealing with
navigation centres whose mandate involves
children with complex care needs and their
families.

Objective

Patient navigation has been increasingly
used to help integrate care since the 1990s and
has expanded to include the pediatric
population. There are few studies that highlight
the experiences of caregivers who use these
services. The aim of this research project was to
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explore the experiences of caregivers of children
and youth with complex care needs using
NaviCare over three time points. This project is
part of a larger program evaluation being
undertaken to study the impact of NaviCare.
Please see Luke et al. (2020) for additional
details on the larger program evaluation.

Methods
Design
Alongitudinal qualitative descriptive

case study design (Yin, 2014, pp. 5-6) was used
to explore the experiences of caregivers of
families using NaviCare over three time points.
Case studies allow the researcher to conduct an
in-depth exploration of a subject over time.

Sample

Participants ~ were  recruited to
participate in the study when they first accessed
the NaviCare service. Inclusion criteria included
(a) being a client of the NaviCare services, and
(b) were seeking navigational support for a child
with a high level of complexity, being thus more
likely to use the centre over an extended period.
There were no exclusion criteria. For this study,
“long-term” was defined as six months or more.
In total, ten potential participants were
identified by the PN. Their files were reviewed
by the research leads, who confirmed whether
each participant met the study inclusion criteria.
The primary researcher called potential
participants by phone and invited them to
participate. If the family agreed, an initial
interview was scheduled. If the families declined
to participate, they did not have to provide an
explanation why.

Ethics

This project received ethics approval
from the University of New Brunswick in Saint
John (REB # 026-2016). The PN obtained verbal
consent from the families on their willingness to
be contacted by a member of the research team
at their initial intake with NaviCare. Written
consent to participate in the study was obtained

at the beginning of the initial interview.
Participants were given $100 in gift cards to a
local grocery store for their participation. These
gift cards were given as a $25 gift card at the first
and second interview and a $50 gift card at the
third interview. There were cases where
additional family members, who did not give
consent to be interviewed, were present and
accidentally recorded at the time of the
interview. In these circumstances, their
comments were omitted and not transcribed. All
recordings were deleted immediately following
transcription.

Data Collection: Interviews and Diaries

Two data collection methods were used
to gain insight into the experiences of caregivers
of families. These included traditional semi-
structured interviews and the use of diaries to
augment data collected from interviews.

Interviews were all conducted in person.
Families were given the option to be
interviewed in their home or another location of
their choice. Participants were interviewed
between 2017 and 2019. Participants were
given the option to be interviewed in English or
French. All participants opted to be interviewed
in English, and translational services were not
required.

Semi-structured interviews were
conducted at three points in time: intake, three
to five months, and six to eight months. The
same interview guide was used for all three
interviews. Interview questions were designed
with open-ended questions to allow participants
to fully express their experiences and guide the
interview. Interview questions were divided
into five categories: (a) Satisfaction/experience
with NaviCare; (b) Knowledge gained from
accessing NaviCare; (c) Experiences with
coordination, integration, and continuity of care;
(d) Changes in quality of life; and (e) Suggestions
for improvement of the centre. Interviews were
recorded, and each lasted approximately 20
minutes.

At intake, participants were also asked
to keep a monthly diary to record their
experiences. Participants were provided with an

HPJ - Fall 2021 - 1(2) | Page 60



HEALTHY
POPULATIONS
JOURNAL

HPJ

iPod touch and paper diary and were given the
option to record their entries using an audio,
video or written diary format. A diary guide was
provided in both English and French to assist
participants; however, they were informed that
the content of the diaries could be creative to
reflect their own experiences with NaviCare.
The diary guide prompted participants to
document both positive and negative
experiences using NaviCare. The use of diaries
allows experiences to be recorded in close
temporal proximity to their occurrence, which
contrasts with more traditional qualitative
methods, such as semi-structured interviews, in
which there may be a span of time between an
experience and the recording of that experience
(Bolger et al., 2003).

Data Analysis

Interviews and diary data were
transcribed verbatim. Transcription of both the
interviews and diaries were done solely by the
principal researcher. Transcripts were read
over by the primary researcher for accuracy.
Transcripts were de-identified, and participants
were assigned a code. Both interview and diary
data were analyzed together with the intention
that diary data would enrich the interview data.
The lead author used Microsoft Word with the
highlight function to extract codes and identify
themes. The lead author met with co-authors to
review codes and themes. The analysis was
guided by Braun and Clarke’s six phases for
thematic analysis (Braun & Clarke, 2006), which
are the following:

familiarization with the data,
generation of initial codes,
search for themes,

review of themes,

definition and naming of themes
generation of a report.

ok W=

Results

In total, ten families were identified by
the PN and subsequently contacted by the
research team. Four families were not included
in the study: three of these families declined to
participate, while one other family was not
deemed to be appropriate as they did not
anticipate using the centre long-term (over 6
months). Families that declined did not provide
a reason as to why they did not want to
participate in the study. Six families were
initially enrolled in the case study. Their
demographic information is included in Table 1.
Four of these families completed the case study,
while two others completed one interview but
withdrew afterwards (Figure 1). From the six
families initially enrolled, five participants were
mothers, and one was a grandmother. All
participants were the child/youth’s primary
caregiver. Data from withdrawn participants
was included in the study with their consent. All
interviews were conducted in the participant’s
home as preferred by the participant. All
participants opted to be interviewed in English.

One of the final four participants did not
complete the diary entries. This participant
informed the research lead at the final interview
and diary collection that they had lost their

Table 1
Demographic Information from Participants
Participant | Relationship to Primary Language | Condition of Age of | Sexof
Number Child Spoken Child Child Child
3 Grandmother French Neurological 8 M
5 Mother English Mental Health 10 M
6 Mother English No Diagnosis 8 M
8 Mother English Cardiac 16 M
9 Mother English Gastrointestinal | 3 M
10 Mother English Neurological 9 F
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Ten Families Identified By the Patient Navigator

| ——

Four Families Declined or Were Not
Appropriate For This Evaluation

Six Families Enrolled

| —

Two Families Withdrew
1) No reason
2) No longer using the centre

Four Families Completed Three Interviews

Three Families Completed the Diary Entries (One family lost

their journal)

One Family had Diary Entries

Figure 1
Outline of Patient Enrollment in Study

Note. An outline of patient enrollment, including the number of families that completed the three

semi-structured interviews and diary entries.

diary. They were not excluded from the study
and their interview data was analyzed. One
family that withdrew partway through the study
completed four diary entries. Three participants
preferred to use written diaries, while one used
the iPod for audio diary entries. Table 2 outlines
details of the diary entries.

Themes Emerging from Interviews and
Diaries

Based on the transcripts, codes were
used to determine themes from both interview
and diary data. In general, data emerging from
diaries coincided with interview data. In
addition, diary data provided additional details
about programs and services suggested by the
PN that participants could not remember at the
time of the interview. There were five main

themes that emerged from the data: (a) a strong
sense of support, (b) sharing knowledge, (c)
improved communication with the care team,
(d) quality of life and (e) suggestions to improve
the navigation centre.

Theme 1: A Strong Sense of Support
All participants described being satisfied
with the services provided by NaviCare.
Participants felt that the PN was a strong pillar
of support. They regularly described situations
where they felt overwhelmed and found that the
PN provided the emotional support required to
care for their child.
the [PN] kept me going while
everything was really stressful, they were
very supportive. And having two children
with special needs, one with extreme
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special needs is difficult. And when you
are fighting a battle to get help and care
knowing that I had two people that |
could call at any time that, yeah that
made the difference... (Participant 5)

Multiple caregivers of families described
feeling alone and not heard by the system. In
these situations, participants found that
NaviCare was able to provide support by
carefully listening to parents and what they had
to say.

Especially people who have chronically ill

children and you don’t have a diagnosis it

becomes extremely frustrating and you
feel alone. Like sometimes you feel like oh
yeah no no they are listening but they
aren’t hearing what you are saying [...]
you know that validation that it’s okay,
we are going to get to the bottom of this
and I'm going to help you get there.

(Participant 9)

In addition to support from the PN, some
participants also mentioned that they felt they
would benefit from the creation of a support
group for parents who have children with
complex care needs.

Theme 2: Sharing Knowledge

In general, caregivers of families were
happy with the PN’s knowledge of available
programs and services. The PN was found to
have provided recommendations for a large
variety of programs and services. Different

caregivers requested different services based on
their needs. As an example, some participants
felt very comfortable navigating the health care
system but struggled to navigate the
government programs or the school system. In
these cases, the PN provided information about
tax reimbursements, the Department of Social
Development, forms for schools and letters of
support. Other caregivers felt as though they
struggled with accessing health-care services
locally. In these cases, the PN helped by
contacting pediatricians and informing parents
about services such as respite care, dietetics and
multidisciplinary teams. One family developed a
strong working relationship with the PN where
they would share information and inform the PN
about services and programs that they may not
have been aware of. As one participant stated,
“So, they kinda learned some stuff from me and I
learned some stuff from them. So, it was kinda a
teachable moment for both of us” (Participant 5).
During their second interview, one
participant described finding a program
themselves and wishing that NaviCare had
directed them there earlier. This is discussed
further below under the theme “Suggestions to
improve the navigation centre”. Participants
also commented on learning about programs
from other services that they were originally
directed to by NaviCare. For example, the PN
connected one family with a social worker, who
then referred them to additional resources. As
stated by this participant, “without one it
wouldn’t have led to the other” (Participant 10).

Table 2
Details of the Diary Entries
Participant Number of Number of Type of Diary Avg. Length of Diary
Interviews Diary Entries Entry
3 3 0 N/A N/A
5 3 8 Written 25 words
6 1 0 N/A N/A
8 1 4 Audio 1 min 30 sec
9 3 7 Written 206 words
10 3 6 Written 43 words
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Theme 3: Improved Communication with the
Care Team

Participants felt as though
communication with the care team was
improved. The PN communicated with various
members of the care team, in some cases
expediting appointments with pediatricians and
other health-care providers. As stated by one
participant, “I found that it really helped me
communicate with the other people looking after
[Son]” (Participant 9).

Parents found that having the PN
advocate and communicate on their behalf made
other health-care providers pay more attention
to their concerns. Participants also found that
the PN helped them better prepare for visits
with health-care professionals, advising them to
make a list of questions they should ask at these
appointments.

Theme 4: Mixed Responses Concerning
Quality of Life

Some  participants  describe an
improvement in the baseline of their quality of
life after contacting NaviCare. They found that
the PN helped decrease the amount of work they
had to do. One participant commented that “[the
PN] has been able to take some off of my plate for
me ... so it kind of lessens the load” (Participant 5).

While none of the participants described
having their quality of life decrease after calling
NaviCare, some participants describe no change
in baseline of their quality of life: “My quality of
life, no I would say it’s the same. It’s the same,
yeah” (Participant 3).

Theme 5: Suggestions to Improve the
Navigation Centre

Participants = were  asked  what
suggestions they had to improve NaviCare.
While most participants were happy with the
services provided, one participant believed that
NaviCare should increase the repertoire of
services recommended by the PN: “We
discovered there is a camp for children and adults
living with disabilities. I think this is something
that should be added to the services NaviCare help
with” (Participant 10).

Based on factors beyond the control of
the centre, there was a switch in the PN during
the time period in which this longitudinal study
took place. Two participants commented on how
there was a period where they were not
contacted, which left them wondering if the
service was still running. One of these
participants commented on how part of what
they loved about NaviCare was that they did not
have to repeat their story multiple times. Having
this switch was quite difficult for them, as they
relied heavily on the prior PN for support and
were wary about becoming attached to a new
PN. This difficulty was reflected in one client’s
diary and had an impact on their experience
with the centre.

Another suggestion brought to light by
participants was the need for an increase in
marketing and promotion for the centre.
Participants found that other parents in their
social circles who they believe would benefit
from NaviCare were unaware of the service.
Additionally, participants found that they would
have to explain what NaviCare was to health-
care professionals. Finally, participants found
that they would like to have a face-to-face
meeting with the PN to see who the person was
on the other end of the phone.

Discussion

The aim of this research project was to
explore the experiences of caregivers of children
and youth with complex care needs using
NaviCare over three time points. There were five
main themes that emerged from the data: (a) a
strong sense of support, (b) sharing knowledge,
(c) improved communication with the care
team, (d) quality of life and (e) suggestions to
improve the navigation centre.

All participants were satisfied with the
services provided by NaviCare. The most
recurring theme among all participants was that
they found NaviCare to be a pillar of support.
Prior to contacting the centre, participants felt
alone and not taken seriously by the health care
system. NaviCare was a service that helped
validate their concerns and helped them
through tough situations by providing
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emotional support. Participants felt as though
they would benefit from a support group for
parents with children with complex care needs.
This is consistent with a scoping review done by
King et al. (2017) on family-oriented services in
pediatric rehabilitation in which caregivers
identified the need for emotional support. Other
studies have highlighted that being a caregiver
of children with complex care needs can have an
impact on emotional and mental health
(Caicedo, 2014; Ellenwood & Jenkins, 2007). It
appears that NaviCare is filling that role of a
support group for parents by providing an
environment where parents were able to
express their concerns to someone who has the
time to address and validate them. This mirrors
other programs that use PNs. As an example, a
study by Gotlib Conn et al. (2016), which
followed a patient navigation service for cancer
patients, demonstrated that PNs provided
holistic support, including emotional support to
participants and their families.

In general, participants were satisfied
with the number of services and resources
recommended by the PN and by the
improvement in the coordination of their child’s
care as a result of the PN bringing the team
together. This is in keeping with not only the
original aims of the centre, but also with other
patient navigation programs whose outcomes
include increased communication with services
and care providers and increased patient
satisfaction regarding services (Valaitis et al.,
2017). The theme “sharing knowledge” also
highlighted the back-and-forth relationship that
caregivers have with the PN. Participant 5 was
quoted saying “So, they kinda learned some stuff
from me and I learned some stuff from them. So, it
was kinda a teachable moment for both of us.”
The caregivers themselves are also a wealth of
knowledge.

Interestingly, while most participants
were satisfied with the services, the effects on
quality of life were mixed among participants.
Participants whose quality of life was
unchanged involved cases that were not yet
resolved (i.e., they remain clients of the centre).
As an example, one participant interviewed in
the summer months was scheduled to start

receiving respite care for their child in the
school year. This participant postulated that
their quality of life would improve once they had
a care worker who could start coming during the
school year. In contrast, participants whose
quality of life had improved had found services
that helped them cope with their child’s complex
care needs. In the literature, the effects of
patient navigation on quality of life are mixed
(Paskett et al,, 2011). However, a more recent
study by King et al,, (2017) suggested that PN
services can help lessen the burden of caregivers
and improve the caregiver experience. Given
that these children have complex care needs,
longer term studies will likely be required to
determine if there is a trend of improvement in
quality of life.

Limitations

One limitation of this study is the small
sample size. Moreover, given that the PN flagged
participants who might be long-term cases with
NaviCare, this potentially introduced bias as
only flagged participants were contacted for
enrollment in the study. The participants were
required to self-report satisfaction and
experience, which is dependent on participants’
recall and recollection. Although participants
were informed that only the research team had
access to the findings, the information shared
may have been limited, as participants may have
not wanted to give negative feedback for fear
that it may get back to the PN. An additional
limitation is that the centre was in the pilot
stages when the data for this study was
collected. Waiting until the early kinks were
ironed out may have led to differences in the
reported experiences. Finally, the average
interview time was short, at approximately 20
minutes, which may have been too little time to
generate answers.

Recommendations for Navigation Centres

Our recommendations for patient
navigation programs are based on the
suggestions from participants of this qualitative
study. The first recommendation is to ensure
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proper marketing of a new navigational centre.
Participants found it difficult having to explain
what NaviCare was to other parents,
organizations, and health-care providers. They
suggested increased marketing and promotion
of the centre to make it more well known. Our
suggestion for this would be to present the
centre at Grand Rounds teaching events at
children’s hospitals and education centres. In
addition, the PN could provide caregivers with
materials to present to health-care providers
that describe the navigation program services,
which could help parents avoid repeating
themselves. Our second recommendation would
be that, when there is a transition between PNs,
a meeting should be arranged between the
ingoing and outgoing PN and the client to ease
the disruption of the transition as was discussed
in the limitations. Our final recommendation is
that PNs consistently check in with stakeholders
providing programs and services for the
population they are serving, to ensure that the
centre’s repertoire of programs and services is
up to date. Participant 5 was quoted above
highlighting the back-and-forth relationship
between caregivers and the PN.

Conclusion

All caregivers stated that they were satisfied
with the services provided by NaviCare and
found it to be a beneficial service. In particular,
the PN was a primary source of emotional
support for many parents, helping them through
difficult situations. In general, this qualitative
longitudinal descriptive case study
demonstrates the benefit of patient navigation
programs that focus on children with complex
care needs and their families.
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