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ABSTRACT: Providing palliative care in Indigenous communities is of growing international interest. This study describes and analyzes a unique
journey mapping process undertaken in a First Nations community in rural Canada. The goal of this participatory action research was to improve
quality and access to palliative care at home by better integrating First Nations’ health services and urban non-Indigenous health services. Four
journey mapping workshops were conducted to create a care pathway which was implemented with 6 clients. Workshop data were analyzed

for learnings and promising practices. A follow-up focus group, workshop, and health care provider surveys identified the perceived benefits

as improved service integration, improved palliative care, relationship building, communication, and partnerships. It is concluded that journey
mapping improves service integration and is a promising practice for other First Nations communities. The implications for creating new policy
to support developing culturally appropriate palliative care programs and cross-jurisdictional integration between the federal and provincial
health services are discussed. Future research is required using an Indigenous paradigm.
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Background

Palliative care

Palliative care is an approach to health care aimed at preventing
and alleviating suffering and improving quality of life for peo-
ple living with life-limiting illness and their families.1? In the
past decade, understandings of palliative care have shifted away
from a focus on end-of-life and cancer care, to being appropri-
ate beginning at the time of a life-limiting illness diagnosis.>*
A palliative approach to care that is offered concurrently with
treatment throughout the illness trajectory reduces suftering,
improves quality of life, and increases the likelihood that peo-
ple will die at home if that is the setting of their choice.>1?

A palliative approach to care integrates physical, psycho-
logical, social and spiritual aspects of care.? Best practices in
palliative home care provision include an interdisciplinary team
approach and the integration of services across the care con-
tinuum to support people who are dying and their families.?

The need to develop palliative care in Canadian
First Nations communities

In this research, a First Nations community refers to a com-
munity populated by Indigenous people. In Canada, use of the
term Indigenous, which is inclusive of all the original inhabit-
ants of Canada (Meétis, Inuit, and First Nations), is now replac-
ing the terms Aboriginal and First Nations. However, in this
article, the term First Nations is used because that is how the
study community self-identified during the research.

In Canada, the need to develop palliative care programs in
First Nations communities is urgent because the First Nations
population is aging with high rates of chronic disease.!3*
There are 617 First Nations communities in Canada, mostly
located in rural and remote areas.!> First Nations communities
hold an enormous amount of traditional knowledge and exper-
tise in supporting individuals and families at the end of life.1¢
However, lack of access to local palliative care services and poor
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health services integration require that many First Nations
community members travel to urban and regional centers to
receive care in hospitals and long-term care homes.16-2!

The Canadian federal government has jurisdictional respon-
sibility for funding health services in First Nations communi-
ties, but federal home care services include neither funding for
palliative care nor sufficient home care funding to provide care
for community members with complex end-of-life needs.
Provincially funded palliative care services rarely extend to
First Nations communities and even when they do, they are not
well integrated with local home and community care services.
As a result, although First Nations people want the opportu-
nity to die at home in their home communities,>171® many die
in urban and regional centers feeling lonely and isolated, sepa-
rated from family, community, and culture.?’-24 Creating local
palliative care programs in First Nations communities would
better respect the wishes, traditions, and culture of First Nations
seniors and their families'72%26 and could reduce health care
costs by decreasing the number of unnecessary hospital admis-
sions and emergency department visits.?’

Developing palliative care programs for Indigenous people
is of growing international interest. In 2010, the International
Journal of Palliative Care published a special issue on Indigenous
palliative care that contained research and case studies from
Canada, the United States, Australia, and New Zealand. A
more recent Australian paper (2013) reviewed Aboriginal pal-
liative care models in Australia and concluded that there is a
need for culturally specific palliative care models which are cul-
turally appropriate, locally accessible, and delivered in collabo-
ration and partnership with Aboriginal controlled health
services.?® This research thus contributes to an international

knowledge base.

A public health approach: building capacity for

community-based palliative care

Over the past 25 years, a public health (or health promoting)
approach to palliative care has emerged.?=3! This approach
encompasses a variety of social efforts by governments, organi-
zations, and communities that aim to improve the well-being
of individuals and families facing a life-limiting illness(es).>
The public health approach to palliative care provision moves
away from the medical model of service delivery, where care is
delivered within professional services.332 The focus is on com-
munity-based care provided by family and health care provid-
ers in the clients’ home rather than in institutions.?® This
approach emphasizes community development and seeks to
intentionally create constructive partnerships between formal
and informal care at policy, research, and practice levels.3*
Although formal palliative care services are currently lack-
ing in their communities, First Nations people have long-
standing cultural traditions and knowledge that can be built on
to provide care in the community.?32%337 A public health
approach to palliative care is consistent with the goals of First

Nations communities because it moves away from the medical-
ized and institution-based Western model of providing end-
of-life care. Instead, dying is normalized as part of the natural
cycle of life and palliative care focuses on increased service pro-
vision to allow clients to receive care in their home communi-
ties where end-of-life traditions and ceremonies can be
embraced. Successful implementation of a public health
approach requires building community capacity’® as described
in this research.

Broader participatory action research context of the

study

This study was nested within the “Improving End-of-Life Care
in First Nations Communities” (EOLFN) project—a 5-year
participatory action research (PAR) project where researchers
partnered with 4 Canadian First Nations communities to
develop local palliative care programs using a process of com-
munity capacity development. The overarching goal was to
improve end-of-life care in these 4 communities, giving com-
munity members the choice to die at home. Consistent with the
PAR methodology, the process of change was the focus of the
project—the communities worked with the researchers to iden-
tify the problem, do something about it, evaluate that solution,
and make changes as required.3*4? Change was created incre-
mentally through an emergent process. The ongoing PAR cycle
included each community identifying an issue related to pallia-
tive care program development, taking action to address it, and
evaluating the experience and outcome.>*! Thus, evaluation is
embedded throughout the PAR process.

Overall EOLFN project outcomes included community-
based palliative care programs and teams that were locally
designed and controlled in 4 First Nations communities, a
policy framework for health care decision makers, and a
Workbook of research-informed strategies and resources to
guide palliative care development in other First Nations.3#1:42
This article focuses on one strategy (journey mapping) that one
partnering community (Naotkamegwanning First Nation)
created, implemented, and evaluated during their program
development process.

Through the EOLFN project, Naotkamegwanning worked
with the EOLFN research team to implement a community
capacity development model and build a local palliative care
program.> A community needs assessment identified that
Naotkamegwanning community members wanted the choice
to die at home but were unable to due to the lack of a local pal-
liative care program and lack of service integration between
tederally funded health care services in the community and
provincially funded health care services.*»* A palliative care
Leadership Team (composed of Elders, community members,
and local health care providers) was established to guide local
palliative care program development. Creating an integrated
care pathway for community members in need of palliative care
was a priority. In this research, a care pathway is defined as a
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Figure 1. Naotkamegwanning First Nation (Whitefish Bay) area in Canadian Context (https://www.google.ca/maps/place/Naotkamegwanning+First+Nation
+(Whitefish+Bay+First+Nation)/@49.4143563,-94.0863256,12.75z/data=14m5!3m4!1s0x52bdced49415d4c5:0xd4d72b9a6706301f18m2!3d49.4108329!

4d-94.095833).

diagram that “outlines the expected care for clients who would

benefit by receiving palliative care, including the appropriate

timeframes for different phases of palliative care.”? The

focus is on providing clients “the best palliative care and most

positive outcomes as they move between different health care
d d o mp)

providers and organizations.

Description and Analysis of Journey Mapping
Purpose

The purpose of this article is to present the journey mapping
process undertaken in Naotkamegwanning to improve access
to and integration of health services for clients who want to
receive their palliative care at home. The aims are to describe
and analyze the journey mapping process and outcomes. The
questions guiding the study were as follows:

1. What learnings and promising practices emerged from
journey mapping in Naotkamegwanning that can be
used to inform palliative care development in other First
Nations communities?

2. What are the perceived benefits of the journey mapping
process?

3. Was the journey mapping process and the resultant care
pathway perceived to improve quality, access, and inte-
gration of health services for palliative care clients?

Research methods

This research embraced an Indigenous paradigm as the theo-
retical perspective. An Indigenous paradigm emphasizes rela-
tional accountability and honors Indigenous worldviews.*8

A 2-eyed seeing approach enabled the incorporation of both
Indigenous and Western ways of knowing.** A PAR method-
ology was adopted,?*° and an instrumental case study design
was employed.’® The overall PAR research project, and this
embedded case study, were approved by the Research Ethics
Board of Lakehead University (REB #020 10-11) and the
Chief and Council of Naotkamegwanning First Nation. All

participants in the case study provided informed consent.

Case description

The case description includes 2 parts. First, the First Nations
community context is described. This is followed by a descrip-
tion of the journey mapping process that was implemented in
Naotkamegwanning over 2 years.

Community description. Naotkamegwanning First Nations is
an Ojibway community located in Northwestern Ontario
(rural Canada) in the Treaty 3 territory (see Figure 1).
Approximately 712 people live in Naotkamegwanning,
which has year-round road access. Naotkamegwanning com-
munity members take pride in keeping their cultural practices,
beliefs, and traditions strong. Many people speak Ojibway and
continue a connection with the land. The importance of pass-
ing on teachings, language, and cultural practices is evident in
their delivery of programs and services within the community.
In Naotkamegwanning, talking about death and dying is not
culturally appropriate; instead, the community talks about
Wiisokotaatiwin (“taking care of each other”). Thus, the com-
munity development work avoided the use of certain words (eg,
death, dying, palliative, and end-of-life care)—the goal was to
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Figure 2. Naotkamegwanning First Nation (Whitefish Bay) in the context of Northwestern Ontario (https://www.google.ca/maps/place/Naotkamegwannin
g+First+Nation+%28Whitefish+Bay+First+Nation%29/@49.2210023,-91.681051,8z/data=!4m2!3m1!1s0x52bdced49415d4¢c5:0xd4d72b9a6706301f).

develop a culturally appropriate approach to service provision
that supported very sick community members to remain at
home to the end of life if that was their choice.

The nearest urban center (Kenora) has a population of
approximately 15348 and is 96km to the north; this is the
location where Naotkamegwanning community members
access most of their health services. Specialty services are
available in two larger urban centres: Thunder Bay, Ontario,
approximately 460 km away, and Winnipeg Manitoba,
approximately 290 km away (see Figure 2 for the community
context in relation to Northwestern Ontario).

Naotkamegwanning’s Community Care Program provides
basic home and community care services in Naotkamegwanning.
The program consists of services integrated at the local level
that are funded by both the federal (nursing, personal support,
and respite through the Home and Community Care Program)
and provincial (home support and home maintenance through
the Long Term Care Program) governments. The Community
Care Program employs 8 staff and is funded to operate Monday
to Friday, 8:30am to 4:30 pm. The program provides services
such as client assessment, home care nursing, homemaking,
personal care and, respite, and provides medical equipment and
supplies.*t

The Community Care Program staff were drivers of change
within the community to create a palliative care program with
enhanced services. The Program Coordinator was the local lead
for the EOLFN research and the Leadership Team. She applied
for and received 10months of pilot funding from the North
West Local Health Integration Network for enhanced services
to implement the care pathway following the journey mapping.

Description of journey mapping process. The process of journey
mapping undertaken in Naotkamegwanning was inspired by
the researchers’ knowledge of “customer journey mapping” and

“value stream mapping” from the marketing and manufactur-
ing industries, respectively. Journey maps help to understand
customers’ interactions with company touchpoints and iden-
tify areas for improvement.’’? Value stream mapping has
evolved from a manufacturing-based model of flow>"* to a
health care quality improvement strategy. Value stream map-
ping is now commonly used to improve quality and efficiency
of health services and better integrate services provided by
different people or organizations by creating a visual map of
the client experience.”>°® Many external health care providers
who provided services in Naotkamegwanning, such as staff in
home care agencies and hospitals, had already embraced value
stream mapping in their organizations as a process of quality
improvement.

In this research, the term journey mapping was adopted as it
was more meaningful and acceptable to First Nations commu-
nity participants. A facilitator external to the community was
hired who was very experienced in value stream mapping in
health care. However, it quickly became apparent that the usual
terminology, facilitation style, and value stream mapping tech-
niques were disempowering and not culturally appropriate for
the First Nations participants. As a result, the workshop format
was revamped to a story telling exchange, and the facilitator sat
with the participants in a circle (rather than continuing to
stand) through the process. This new format was more consist-
ent with the guiding principles of the Indigenous paradigm,*
and it was well accepted by the external health care providers.

In collaboration with the Naotkamegwanning Leadership
Team, the researchers implemented a series of 4 journey map-
ping workshops to design a palliative care pathway that would
provide community members with the option to receive care at
home in their community. These workshops brought together
Elders, community leaders, and approximately 25 internal and
external health care providers, all chosen by the community.
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The goals of the workshops included discussing the journey for
Naotkamegwanning community members when they require
palliative care (including discussions of the current and desired
care pathways) and identifying areas for improving communi-
cation and service integration among health care and social
service providers. Workshops were held in the First Nations
community health center, in a hotel meeting room (Kenora),
and the Kenora hospital. It was important for the locations to
be accessible and comfortable for the First Nations and exter-
nal health care provider participants. A key goal was relation-
ship building during the workshops.

During the workshops, internal and external health care
providers and the research team worked together to create a
“desired” palliative care pathway for providing care for people
who need palliative care at home in Naotkamegwanning.
Workshops were highly interactive and engaged participants in
identifying and drawing the steps in the care pathway on the
wall, and then attaching notes to identify who was involved at
each step and how, and the facilitators and barriers to care.
Typical journey mapping workshop supplies included a large
roll of paper, different color adhesive notepads, markers, and
tape. Equipment included audio recorders, batteries, a laptop,
and projector.

Through the workshops, barriers to service integration were
identified related to lack of communication between health
care providers, ineffective protocols for obtaining client con-
sent to release information, insufficient discharge planning,
and lack of cultural competence of external health care provid-
ers. In addition, strategies to overcome integration obstacles
were developed or identified (eg, new consent forms, new dis-
charge planning and care conferencing protocols in hospital,
and cultural competency training). The aim and process of the
4 journey mapping workshops are summarized in Table 1
below. More workshop details are available elsewhere’” and in
a journey mapping toolkit that can be found on the project
website.>8

The outcome of these 4 workshops was the creation of a
9-stage palliative care pathway (Figure 3). This new care path-
way integrated care within the community and between First
Nations, regional, and district health services (see Table 2).

Consistent with the PAR methodology, the care pathway
was then implemented through the community’s new palliative
care program: the Wiisokotaatiwin Program. Six clients in need
of palliative care were identified and enrolled in the Program.*
Care during the first 6 stages of the care pathway was provided
in an integrated way between local (internal) and external
health care providers. The last 3 stages of the care pathway
were supported only by local health care providers to respect
and protect cultural teachings about end of life.

Following implementation of the care pathway for 6 months,
a fifth workshop was held to reflect on the experience to date
and assess whether changes were required in the care pathway
to improve client experience and service integration. Participants

were those who attended the initial 4 workshops and who had
been involved in implementing the care pathway with clients.
Overall, the value of the care pathway was affirmed and some
additional barriers to integration were identified, with plans
made to overcome them (eg, need for translation services and
need for increased physician involvement in care conferences).
This final workshop is summarized in Table 3.

Having described the journey mapping process (what was
done), we turn now to the analysis of what was learned.

Analysis: process and outcome of journey mapping

Data collection. Throughout the PAR project, a mixed-meth-
ods approach was used to assess journey mapping implementa-
tion and outcomes. Detailed process data documented the
planning and implementation of the workshops, and a focus
group explored community members’ reflections on the experi-
ence. Following implementation of the care pathway, the per-
ceived impact of the journey mapping to improve service
integration was assessed through the fifth workshop (previ-
ously described) and surveys with internal and external health
care providers.

Workshop data. Qualitative data in the form of researchers’field
notes, observations of the workshops, photos, workshop sum-
mary reports, and video recordings were collected during
Workshops 1 to 4 (2013-2014). The facilitator of Workshop 5
(2016) prepared a written report summarizing the activities
and outcomes of the workshop, including participants’ overall
assessment of the care pathway.

Focus group. In April 2015, after the completion of the 4 jour-
ney mapping workshops, a focus group was conducted with
Naotkamegwanning community members. Consistent with
the principles of the Indigenous paradigm, the focus group was
conducted using a sharing circle format. The focus group was
guided by open-ended questions that were designed to explore
the experience of community members in relation to these
overarching questions: How effective was the journey mapping
process to create the care pathway? What learnings and prom-
ising practices can be shared? Of the 8 community members
invited, 7 participated in the focus group. Also, participating
was the EOLFN Community Consultant who was hired to
support and assist the Home and Community Care Program
Coordinator (EOLFN Community Lead) in Naotkamegwan-
ning (n=8). The focus group was audio recorded and tran-
scribed for analysis.

Survey. After the completion of the 4 journey mapping
workshops, an online survey was conducted (between June
and August 2015) with external health care providers (ser-
vice providers who are external to the community but pro-
vide services in Naotkamegwanning, eg, hospital and home
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Follow-up and
bereavement
support

Client has
passed on

Planning for
coming home

Figure 3. The 9-stage Wiisokotaatiwin Program care pathway.5°

WIISOKOTAATIWIN
PROGRAM

Client is
identified

Client is
referred

Comprehensive
assessment

Case
conference and
development of

care plan

Coordinated
health services
delivery

Table 2. First Nations and regional health services associated with the Wiisokotaatiwin Program care pathway.

Naotkamegwanning Health Services (Naotkamegwanning)

e Community Care Program (Program Coordinator, Home Care Nurse, Personal Support Workers, Home Maker, Home Support)
e First Nations Health Services (Administration, Health Clerk/Reception, Community Health Nurse, Community Health Educator, Mental
Health Services, Elder Support Worker, Family Support Worker, Circle of Hope and Healing, Community Wellness Worker, Suicide

Prevention/Black River Camp, Community Transportation Services)

District Health Services (Kenora)

District hospital (Palliative Care Coordinator, Discharge Planner)

Pharmacy (Medication and medical supplies)
Health care equipment agency (home health care equipment)
Funeral home

Regional Health Services (Thunder Bay)

Aboriginal Health Access Centre (Nurse Practitioner, Mental Health and Emotional Services)
First Nations Health Authority (Psychologist, Social Worker, Mental Health Team, Spiritual Care providers)

District provincial home care agency (Physiotherapy, Occupational therapy, Social Work)

e Palliative Pain and Symptom Management Program (education, mentoring, and support for primary care health care providers providing

palliative care)

e Telemedicine Nurse, Hospice Palliative Care Hospital Unit (pain and symptom management, palliative care clinical consultation)
e Telemedicine Program, Thunder Bay Regional Cancer Centre (access to telemedicine network for palliative care consultations)

care providers) and members of the EOLFN Research
Team. The survey combined a rating scale with 14 state-
ments and 9 open-ended questions. The scale portion of the
survey sought to document respondents’ perceptions of the
journey mapping including the benefits for service integra-
tion related to communication, collaboration, and care

delivery. The open-ended questions sought information
related to the most and least beneficial aspects of the jour-
ney mapping workshops, what could have improved the
workshops, and if participants would recommend similar
workshops to other First Nations communities. Nine sur-
veys were returned (56% response rate).
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Table 3. Summary of Naotkamegwanning First Nation Workshop 5.

DATE LENGTH PARTICIPANTS
April 7, 2016
(approximately 6 mo into
the pilot implementation
of the Wiisokotaatiwin

Program)

n=11

Internal and external
providers who had been
involved in the
development of the
original care pathway
and/or were key
members of the clients’
care team and
Leadership Team
members

1 day

Abbreviation: EOLFN, Improving End-of-Life Care in First Nations Communities.

To decrease the data collection burden on the participants,
increase First Nations participants’ cultural safety during the
research process and because it was not essential to the study
purpose, demographic data were not collected from focus
group and survey participants. This is consistent with the
PAR approach and the ethical principles guiding Indigenous
health research. It is necessary to gather data that are mean-
ingful to the participants in a way that is culturally safe for
them. Indigenous health research ethics now prevent invasive
or exploitive research as experienced by many Indigenous
people in the past.

Data analysis

An incremental approach to data analysis was undertaken.

Focus group. To respect the Indigenous paradigm, the focus
group data were analyzed first because these data best captured
the voice of the community members related to the research
questions. Generating the themes from the community per-
spective allowed for sensitization to the Naotkamegwanning
participants’ perspective and provided a culturally respectful
lens from which the journey mapping workshop data could be
analyzed. A 3-part inductive analysis process was used which
included line-by-line analysis of the transcript to identify the
ideas represented during the focus group, grouping the ideas
into themes and subthemes, and organizing the themes to
address the research questions.®%¢! The themes were displayed
using a culturally appropriate visual diagram. The thematic
diagram was refined several times to better reflect the data,
more effectively address the research questions, and more
clearly provide a structure to describe the journey mapping
experience. An Elder was consulted for advice on how best to
visually tell the story. Member checking was used to validate
the themes and ensure that the voice of the community was
accurately interpreted.®?

FACILITATOR/FORMAT FOCUS/RESULTS
EOLFN Consultant
Face-to-face case study
format: 3 clients’ stories
were shared and then
discussed using the
following questions: were
the care path steps
followed, why or why not,
were they effective, and
what if any changes
needed to be made to
the care pathway?

To assess implementation of the
Wiisokotaatiwin Program Care Path

o Positive aspects of the care
pathway were affirmed; areas
where change was needed to make
it more effective were identified and
positive changes suggested

e The case study review revealed
that the care path is, in general,
effective, although there are
specific areas where work needs to
be done (eg, need translation
services and schedule case
conference when physician is in
community)

o Recommendations and
responsibilities to help alleviate the
problems were identified

Workshop data. Next, the journey mapping data were invento-
ried and organized by workshop sequence (1-4) and date.
Within each electronic workshop folder were 3 categories: pre-
paratory workshop documents, post workshop data (ie, meet-
ing minutes, observations, field notes, and reports), and other
data (ie, photographs and a video). The themes generated from
the focus group analysis were used as a sensitizing framework
to guide the analysis. An additional guide for analysis was cre-
ated based on the research questions,®® and these questions
were also used to examine the data (see Table 4). The written
report summarizing Workshop 5 was also analyzed using the
research questions as a guide.

Survey. Finally, the survey data were transferred from Sur-
veyMonkey into Microsoft Excel. Descriptive statistics were
used to summarize the quantitative data from the rating
scale. The responses to the open-ended questions were ana-
lyzed line-by-line to capture participants’ opinions about the
journey mapping experience. These qualitative data were
then grouped, and 3 overarching themes were identified and
summarized.

Results
The results of the analysis are organized by the questions that
guided this case study.

What learnings and promising practices emerged
from journey mapping in Naotkamegwanning that
can inform palliative care development in other
First Nations communities?

Focus group and workshop data findings. The results of the qual-
itative analysis of the focus group and journey mapping work-
shop data are represented in Figure 4 which incorporates an
eagle perched atop a pine tree. This depiction emerged from a
desire to communicate the findings visually and symbolically
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Table 4. Workshop data analysis guide.

* How effective was the journey mapping process to create the care pathway for integrated home palliative care?

* What learnings and promising practices have emerged from this case study that can inform development for other First Nations

communities?

o What was the role or contribution of the various participants in the journey mapping process?

e How did each stakeholder role contribute to the journey mapping process?

e How did each of the 4 journey mapping workshops contribute to creating the care pathway?

e What were the facilitators and barriers in the journey mapping process?

o What were the key catalysts during the journey mapping workshops?

e How did the workshops contribute to system integration?

e How could the journey mapping process be improved in future?

e What is the unfinished business in the journey mapping process?

e What was the most significant change that resulted from the journey mapping and creation of the care pathway?

e What process of palliative care journey mapping in First Nations communities is recommended for the future?

e Was the concept of 2-eyed seeing evident in the data? If so, how?

¢ |sthere anything else in these data that is interesting, important, or relevant to the research questions?

P

Naotkamegwanning

Palliative Care

Journey Mapping

Founded in the community’'s vision for change

Figure 4. Conducting effective palliative care journey mapping: learnings and promising practices.

which is meaningful to Indigenous people who were the main
intended audience. The eagle is an important symbol in Ojib-
way culture. Representation of the data within the body of an
eagle is symbolic to the Naotkamegwanning First Nation com-
munity specifically as the eagle appears in the community logo.
The journey mapping figure adopts the perched eagle as a
grounding metaphor to infer that the journey mapping process
must be founded in the community’s vision for change. The
pine tree represents the EOLFN project’s overall approach

based on the principles of PAR and the community capacity
development model which guided the process of palliative care
development.?

As part of the member checking process, the figure was
shared with key informant community members who verified
that the figure is a thoughtful and appropriate representation of
the findings. An Elder from outside of the community was also
consulted, and he felt that the use of the eagle to represent the
findings was appropriate and meaningful.
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As shown in Figure 4, the qualitative data are grounded by
the foundational theme “Journey mapping must be founded in
the community’s vision for change.” Supporting the founda-
tional theme and infusing up through the pine tree’s branches
are the core ethical concepts of conducting journey mapping in
First Nations communities: “building trusting relationships”
and “honoring community control.” At the center of the eagle’s
body is the core organizing concept, “Naotkamegwanning pal-
liative care journey mapping.” A thematic map extending from
the core out into the body identifies 4 major themes (closest to
the center) and 5 subthemes that extend outward into the
wingspan. These themes and subthemes are supported by direct
quotes from the focus group participants or field notes and col-
lectively represent the lessons learned and promising practices
that emerged from the data. The learnings from the analysis of
the process and focus group data are summarized in the follow-
ing paragraph.

At the outset, journey mapping must be founded in the
community’s vision for change. Journey mapping also requires
community planning which involves ensuring the community’s
readiness for journey mapping, and then obtaining community
support, followed by creating awareness. Journey mapping is a
time commitment that involves face-to-face meetings on a
regular basis as well as stakeholder follow-through. Stakeholder
commitment to journey mapping workshops and involvement
in creation of the care pathway are essential. Communication
should be respectful of the community’s beliefs, as death and
dying are not discussed and palliative care is a Westernized
concept, therefore not a familiar term in the Ojibway language.
The value stream mapping approach, although familiar to the
external service providers, did not resonate with community
members. Journey mapping workshops should be in a format
that is culturally relevant and familiar. Naotkamegwanning
journey mapping was effective in creating a 9-stage, culturally
appropriate care pathway, and Elder guidance is recommended
throughout the journey mapping process. Health care provid-
ers and caregivers must tailor each client’s experience through
the care pathway to their individual wishes, values, and beliefs.

Survey findings. Analysis of the open-ended survey questions
resulted in the following 3 overarching themes:

e Journey mapping was a time commitment.

e Journey mapping increased communication and estab-
lished partnership.

e Journey mapping is recommended to create a care
pathway.

One of those themes “Journey mapping was a time commit-
ment” illustrates another learning that emerged about journey
mapping. When asked what the barriers were during the jour-
ney mapping workshops, all respondents identified time as a
barrier. Survey respondents expressed that journey mapping

was a major time commitment, stating that the duration from
start to finish was too lengthy, and the time between workshops
(6 months) needed to be reduced. One of the most time-con-
suming components of the journey mapping workshops was
working through each of the 9 stages in the care pathway. To
work through the care pathway, health care providers and com-
munity members needed to understand one another’s policies
and procedures to identify gaps and problems in service deliv-
ery. Despite being time-consuming, the responses to the rating
scale indicated that as a result of the journey mapping work-
shops, health care providers reported that they better under-
stood each other’s mandates, and that gaps and problems in
service delivery were identified during the journey mapping
workshops.

What are the perceived benefits of the journey
mapping process?

Survey findings. Overall, there was a high level of agreement
on most rating scale items among the survey respondents (see
Table 5). The survey results indicate many perceived benefits
related to service delivery, relationship building, and communi-
cation and partnerships.

Service delivery—related outcomes. All respondents (100%)
agreed that conducting the journey mapping had the following
benefits: helped me better understand the policies and proce-
dures (mandates) of the other organizations involved, identi-
fied gaps and problems in service delivery, and was effective to
create a care pathway for palliative care. Furthermore, most
agreed or strongly agreed that the workshops identified new
strategies to improve communication, coordination, and inte-
gration of care delivery; generated commitment to solve service
delivery issues for residents of Naotkamegwanning; and will
help to improve care delivery for Naotkamegwanning residents
who are in the last year of life.

Relationship building outcomes. Most respondents agreed that
external health care providers and community members now
better understand each other, better understand the needs and
preferences of clients in Naotkamegwanning, better under-
stand the roles of the other care providers involved, and look at
their work in a different way than before.

Other perceived benefits emerged from the analysis of the
open-ended survey questions as indicated by the following
theme.

Journey mapping increased communication and established part-
nerships. Survey respondents indicated that the journey
mapping workshops led to increased communication and
established partnerships among community members and
internal and external health care providers. When asked what
the most significant outcome of the journey mapping was,
respondents indicated that increased communication between
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Table 5. Summary of rating scale findings (n=9).

STATEMENT

The Naotkamegwanning journey mapping workshops helped me look at my work in a
different way than before

The Naotkamegwanning journey mapping workshops helped me better understand the roles
of the other care providers involved

The Naotkamegwanning journey mapping workshops helped me better understand the
policies and procedures (mandates) of the other organizations involved

The Naotkamegwanning journey mapping workshops identified gaps and problems in service
delivery

The Naotkamegwanning journey mapping workshops identified new strategies to improve
communication, coordination, and integration of care delivery

The Naotkamegwanning journey mapping workshops helped me better understand the needs
and preferences of clients in Naotkamegwanning

The Naotkamegwanning journey mapping workshops generated commitment to solve service
delivery issues for residents of Naotkamegwanning

The Naotkamegwanning journey mapping workshops will help to improve care delivery for
Naotkamegwanning residents who are in the last year of life

| feel like my voice was heard in the Naotkamegwanning journey mapping workshops

| feel like the voice of the community members was respected during the Naotkamegwanning
journey mapping workshops

| feel like the views of the community members were incorporated during the
Naotkamegwanning journey mapping workshops

| feel external health care providers and community members now better understand each
other

The Naotkamegwanning journey mapping process was effective to create a care pathway for
palliative care

| recommend that other First Nations communities do a journey mapping exercise to improve
palliative care in their community

a“Disagree”’=disagree + strongly disagree. None (0%) of the survey respondents selected strongly disagree for any statements 1 to 14.

b’Agree”’=agree + strongly agree.

DO NOT KNOW

1

1%

0%

0%

0%

0%

0%

0%

11%

12.5%

0%

0%

11%

0%

0%

DISAGREE?

1

1%

1%

0%

0%

1%

1%

1%

1%

0%

0%

0%

1%

0%

0%

AGREE®

7

78%

89%

100%

100%

89%

89%

89%

78%

87.5%

100%

100%

78%

100%

100%
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the community and health care providers was achieved. For
example,

[The most valuable aspect of participating in the journey mapping
was] meeting the community members and learning the intricacies
of service provision in the area, as well as learning how providers
can work together in more coordinated care to deliver services in
rural First Nations communities. (External Partner Survey

Respondent)

One respondent stated that there was an “increased aware-
ness of the need to facilitate (help promote) communication
between organizations and the community.”

Respondents indicated that the use of telemedicine technol-
ogy was a facilitator to journey mapping as it increased com-
munication between the participants from Naotkamegwanning/
Kenora and those in Thunder Bay during the third workshop
which took place in Kenora (many of the Thunder Bay-based
participants were unable to attend in person due to travel time
and cost).

Was the journey mapping process and the resultant
care pathway perceived to improve quality, access,
and integration of health services for palliative care
clients?

Workshop data findings. During Workshop 5, it was revealed
that all steps in the care pathway were being followed (Table 3),
suggesting that the care pathway is being implemented as
intended and that the pathway is effective in integrating ser-
vices. Although areas for improvement in the care pathway
were identified, participants perceived the process to have
improved quality, access, and integration of services. Quality
improvement will be ongoing, and the care pathway revisited
on an ongoing basis as the individuals involved in the care path
change. The following excerpt from the workshop report illus-
trates the effectiveness of the process:

What was quite evident and encouraging was the obvious commit-
ment of the partners to finding solutions to identified problems;
the process of developing the care path has in itself fostered rela-
tionships, increased communication; and thereby improved care.
There seemed to be general agreement that although a lot of work
remains to be done, the care path and the Wiisokotaatiwin pro-
gram in general have benefitted community members who are very

ill and their families. (EOLFN Community Consultant)

Survey findings. As can be seen in Table 5, there was a
high level of agreement on the rating scale items related to
outcomes. When asked how effective the journey mapping
workshops were in creating a care pathway for Naotkameg-
wanning clients in need of palliative care, respondents stated
that the goals (creation of a care pathway) were achieved. All
respondents (100%) recommended that other First Nations
communities do a journey mapping exercise to improve pallia-
tive care in their community.

The following theme, which emerged from the open-ended
questions, is also related to the perceived impact of journey

mapping.

Journey mapping is recommended to create a care pathway. Survey
respondents agreed that they would recommend journey map-
ping to create a care pathway for First Nations community
members who could benefit by palliative care. Survey respond-
ents also had suggestions on how to improve the journey map-
ping process for future use.

When asked what the most significant change or outcome
of the journey mapping was, a respondent indicated that “a care
path was actually developed which will benefit the community,
and we had the opportunity to study the process and make
recommendations on the process for other communities.”

When asked “How effective were the journey mapping
workshops in creating a care pathway for Naotkamegwanning
clients in need of palliative care?” most respondents stated that
the journey mapping workshops were “very effective” in creat-
ing the care pathway. Some respondents offered additional
comments stating that “we floundered a bit with process, but I
think the key in creating the care pathway is to get all the play-
ers together and committed, and the workshops certainly
accomplished that.” Another respondent stated that “we needed
to change the facilitation strategy to better engage the com-
munity members more quickly.”

Survey respondents agreed that the value stream mapping
process used in Workshop 2 was not successful nor was the
facilitation style. Value stream mapping was identified as both
a barrier and the least valuable aspect of participating in the
journey mapping workshops. Respondents felt that value
stream mapping disengaged community members and was
intimidating to them. They also felt that a “fancy process” was
not needed, and a respondent indicated to “keep it [journey
mapping] simple.”

When asked what suggestions they had for First Nations
communities that conduct journey mapping workshops in the
future, one respondent summarized, by stating that

I would strongly recommend journey mapping workshops as the
most effective way of developing a care path, which for all intents
and purposes, is the [palliative care] program; you need a good
facilitator for the workshops who understands health care and the
community, but no need for processes—keep it simple: “what hap-
pens now?” “What do we want to happen?” “What do we need to
do to make that happen?”

Discussion

The purpose of this article was to describe and analyze the jour-
ney mapping strategy used by Naotkamegwanning First Nation
to create their palliative care pathway. Over a period of 2 years in
Naotkamegwanning, by implementing the principles of PAR
and an Indigenous paradigm, an effective methodology for con-
ducting journey mapping gradually evolved. Naotkamegwanning

community members, the researchers, and internal and external
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heath care providers perceived journey mapping as an effective
tool to create the care pathway. Having the care pathway devel-
oped helped to integrate the services of internal and external
health care providers with the community’s cultural practices.
The journey mapping process was also seen as contributing to
improved client care in Naotkamegwanning.

Before discussing the implications of these findings, some
study limitations are acknowledged. First, the research meth-
odology was chosen to generate new knowledge through an
in-depth analysis of the experience of one community (case
study method) as opposed to other methods that intend gen-
eralizability. The findings presented in Figure 4 now offer a
promising practice to guide other communities in developing
their palliative care pathways. Broad applicability of findings
must be evaluated through future research implementing our
detailed journey mapping toolkit (http://eolfn.lakeheadu.ca/
wp-content/uploads/2015/12/1-Example-EOLFN-Jour-
ney-Mapping-Guide.pdf) in other contexts. There is inten-
tional unoccupied space in the wingspan of the eagle to
symbolize opportunity for future research and evolution of
this figure. Second, for future journey mapping, time is
required (likely 2 years) for relationship building and ensur-
ing a process that respects community control, scheduling,
and pacing of workshops.

Despite these limitations, this research makes important
contributions to the literature on journey mapping and pallia-
tive care development in First Nations communities and sug-
gests implications for policy and practice. This research
contributes a detailed analysis of the journey mapping process
as well as the application of journey mapping to develop pallia-
tive care programs; we are unaware of similar work in Canada
or internationally on the use of journey mapping to develop
palliative care.

The results of this research suggest that journey mapping is
an effective process to create a palliative care pathway for First
Nations communities, and that it can contribute to service
integration. This research also provides many valuable lessons
learned and promising practices related to conducting journey
mapping to design a palliative care pathway in a First Nations
community. The implications of these findings for policy, prac-
tice, and future research are discussed below.

Implications for policy

This case study contributes to the literature related to journey
mapping to create a palliative care pathway in First Nations
communities and how the journey mapping process could be
conducted in the future. Specifically, it provides new knowl-
edge of how to create a palliative care pathway for providing
culturally appropriate palliative home care in First Nations
communities through integration of federal and provincial
health services. Also, the EOLFN capacity development model
that guided the community capacity development was vali-
dated as a theory of change to guide the process.> One unique

feature of the integration process is that the First Nations com-
munity initiated the integration and controlled it, letting the
external providers know how they needed to assist/support.

This work was done in the absence of a guiding policy
framework. Thus, the findings also provide guidance for crea-
tion of new policy based on community capacity development
in First Nations communities and creating regional health ser-
vices partnerships to overcome jurisdictional barriers and pro-
vide culturally appropriate palliative care. In terms of
implementing the care pathway, it is important to acknowledge
the additional government pilot funding that was obtained to
enhance service delivery for the Wiisokotaatiwin Program.**
The care pathway could not have been implemented without
this enhanced funding.

The findings also illustrate the relevance of the emerging
public health approach as a policy paradigm for developing
palliative care in First Nations communities with the focus on
creating partnerships, making a practical difference, individual
leaning and personal growth, and developing community
capacity.®? A public health approach is an appropriate policy
paradigm to address the palliative care needs of First Nations
communities as it includes community development as a pri-
mary strategy and acknowledges the need to address the social
determinants of health. This case study has presented journey
mapping as a strategy that can support First Nations people to
receive palliative care at home if that is their choice. Journey
mapping could also further reduce costs and burden to the
health care system by allowing First Nations people to receive
palliative care services in their home communities and avoid
unnecessary transfers to acute care that uproot them and their
families from their community and culture.

Implications for practice

The learnings that emerged from this case study offer the fol-
lowing lessons learned and promising practices that may guide
other First Nations communities in implementing journey
mapping to develop a palliative care pathway.

Community controlled and community paced. Successful journey
mapping is community controlled and community paced from
the onset. The Leadership Team planned and implemented the
journey mapping process with support from the researchers.
The overall process may take 2years. General community
members are kept involved and informed by the Leadership
Team. There was also a well-attended meeting open to all the
members of the community at the beginning and end of the
EOLFN project where the advisory committee and researchers
answered questions.

Contribution of stakeholders was essential. Face-to-face stake-
holder commitment for long-term involvement was essential
in the journey mapping process and creation of the palliative
care pathway. Planning by the Leadership Team determined


http://eolfn.lakeheadu.ca/wp-content/uploads/2015/12/1-Example-EOLFN-Journey-Mapping-Guide.pdf
http://eolfn.lakeheadu.ca/wp-content/uploads/2015/12/1-Example-EOLFN-Journey-Mapping-Guide.pdf
http://eolfn.lakeheadu.ca/wp-content/uploads/2015/12/1-Example-EOLFN-Journey-Mapping-Guide.pdf
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which stakeholders were most relevant to include in journey
mapping before the first workshop. All stakeholders invited
were involved in providing services to people living in Naot-
kamegwanning and were personally motivated to improve
quality of service. There was a high level of retention of the
stakeholders over the 2-year period, with only a few unavoida-
ble changes due to retirement, illness, or maternity leave.

Each stakeholder had an important role in the journey
mapping workshops, and they were all essential for moving
forward the process and creation of that care pathway. To
implement the care pathway and provide services to the com-
munity members in the proposed new way, stakeholder com-
mitment needed to continue after the journey mapping
workshops were complete. In addition, this involvement needs
to be supported by the stakeholders” organization (ie, partici-
pation requires a major commitment of time and sometimes
telemedicine or travel costs).

Value stream mapping is not recommended. The standard
value stream mapping approach as commonly used in quality
improvement in health services did not enhance the journey
mapping experience or facilitate the creation of the palliative
care pathway. In fact, this approach was a barrier. The value
stream mapping workshop facilitation style and lean termi-
nology was introduced because it is familiar to most health
care providers and a key tool used in their own settings.
However, the approach proved unfamiliar to community
members and did not resonate with them. Thus the journey
mapping approach needed to be adapted from value stream
mapping to be more consistent with the Indigenous para-
digm. Therefore, the value stream mapping approach is
not recommended for use in other First Nations communi-
ties. Applying the guiding principles of the Indigenous

paradigm®—*8 is more appropriate.

Workshop facilitators must be responsive, and continually monitor
the audience. Workshop facilitators play a key role during the
journey mapping workshops, because they must be aware of
what the audience is telling them and also pay attention to
nonverbal information. The lesson learned is that when the
facilitator is not from the community, or is from a different
cultural background, they must familiarize themselves and be
aware of cues that indicate lack of interest, disagreement,
or frustration in participants. These cues can vary culturally
between First Nations participants and external health care
professionals. For example, during Workshop 2, First Nations
community members and Elders disengaged and did not par-
ticipate until the original structured format of the workshop
was abandoned and revised to be more appropriate for culture
and context. Furthermore, the focus group findings indicated
that community members felt intimidated and at times felt as
though they were not listened to by the health care providers.
Yet, the health care providers did not perceive this; they per-
ceived that the community voice was being heard.

The differing expectations and opinions between commu-
nity members and health care providers are lessons learned for
future facilitation and stakeholders. The facilitator and other
stakeholders must all work to ensure that everyone gets a
chance to participate and that all stakeholders are listened to.
Where possible, the facilitator should be an Indigenous per-
son, or co-facilitators can include 1 member of the community
and 1 external person. When necessary, the workshop facilita-
tor should engage Elders or community members by asking
“what do you think?” to facilitate participation. Having a cul-
tural guide such as an Elder in the workshop to consult and
support also assists the facilitator. This promising practice
ensures that all voices are heard, avoids disempowerment, and
ensures that power and control are community driven and
focused.

In addition, attention needs to be paid to terminology.
Initially, there was not enough Elder and community support
for journey mapping. However, when the term Wiisokotaatiwin
began being used (as opposed to palliative care or dying),
Elders and community members started to understand the
vision and goal of the work being done and became more
engaged. Strong internal community leadership was key. The
need to change terminology to be culturally and community
appropriate was one of the issues identified during the journey
mapping process and rectified.

Journey mapping improved communication, improved service
integration, and enhanced services. One of the most significant
barriers to service integration and care delivery related to com-
munication problems between organizations and providers
(eg, use of consent forms, documentation lacking or not
shared). During the journey mapping workshops, stakeholders
collaborated on many initiatives for improving communica-
tion. The improved collaboration and improved communica-
tion translated into better service integration and enhanced
services for the clients.

Journey mapping integrated the expectations of the community and
the health care providers. The journey mapping process pro-
vided an environment (time, place) and strategy for promoting
mutual understanding between the community and the exter-
nal health care providers. During the journey mapping, it
became clear that 2 distinct worldviews and their related
expectations existed pertaining to providing and receiving pal-
liative care.

Implications for future research

An important contribution of this research is an illustration of
the importance of using an Indigenous paradigm. The
Indigenous paradigm provided an appropriate foundation to
investigate this case study using a PAR methodology. In terms
of future research, this research used a case study design and
offers emerging lessons learned and promising practices that
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need to be replicated more broadly in other communities. In
addition, further research is needed to assess the long-term
benefits and potential unintended impacts of the journey

mapping.

Conclusions

This case study presented a unique journey mapping process
(adapted from value stream mapping to be more culturally
appropriate) that was undertaken to improve access to and
integration of local and regional health services to provide cul-
turally appropriate palliative home care in Naotkamegwanning
First Nation (in rural Ontario, Canada). The article presented
data on how to implement journey mapping for service inte-
gration as well as data on the perceived benefits and outcomes
of journey mapping as an integration strategy. Lessons learned
and promising practices were also offered. It is concluded that
journey mapping improves service integration and is a promis-
ing practice for other First Nations communities looking to
develop an integrated palliative care pathway. The details pre-
sented here (about journey mapping processes and outcomes)
have relevance to assist Indigenous communities in Canada
and internationally.
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