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ABSTRACT:

Introduction: Approximately 474 000 Indigenous people live in 617 First Nations communities across Canada; 125 of



those communities are located in Ontario, primarily in rural and remote areas. Common rural health challenges,
including for palliative care, involve quality and access. The need for culturally relevant palliative care programs in First
Nations communities is urgent because the population is aging with a high burden of chronic and terminal disease.
Because local palliative care is lacking, most First Nations people now leave their culture, family and community to
receive care in distant hospitals or long-term care homes. Due to jurisdictional issues, a policy gap exists where neither
federal nor provincial governments takes responsibility for funding palliative care in First Nations communities. Further,
no Canadian program models existed for how different levels of government can collaborate to fund and deliver
palliative care in First Nations communities. This article describes an innovative, community-based palliative care
program (Wiisokotaatiwin) developed in rural Naotkamegwanning, and presents the results of a process evaluation of
its pilot implementation. The evaluation aimed to (i) document the program’s pilot implementation, (ii) assess progress
toward intended program outcomes and (iii) assess the perceived value of the program.

Methods: The Wiisokotaatiwin Program was developed and implemented over 5 years using participatory action
research (http://www.eolfn.lakeheadu.ca). A mixed-method evaluation approach was adopted. Descriptive data were
extracted from program documents (eg client registration forms). Client tracking forms documented service provision
data for a 4-month sample period. Quantitative and qualitative data were collected through client and family member
questionnaires (n=7) and healthcare provider questionnaires (n=22). A focus group was conducted with the program
leadership team responsible for program development. Quantitative data were summarized using descriptive statistics.
An inductive approach was used to identify themes in the qualitative data related to the evaluation questions.

Results: The findings demonstrated the program was implemented as intended, and that there was a need for the
program, with six clients on the 10-month pilot. The findings also indicated achievement of program-level outcomes and
progress toward system-level outcomes. Clients/families and healthcare providers were satisfied with the program and
perceived it to be meeting its objectives. The program model was also perceived to be transferrable to other First
Nations communities. The results demonstrate how a rural First Nations community can build capacity and develop a
palliative care program tailored to their unique culture and context that builds upon and is integrated into existing
services.

Conclusions: The Wiisokotaatiwin Program allowed community members to receive their palliative care at home,
improved client experience and enhanced service integration. This article provides a First Nations specific model for a
palliative care program that overcomes jurisdictional issues at the local level, and a methodology for developing and
evaluating community-based palliative care programs in rural First Nations communities. The article demonstrates how
local, federal and provincial healthcare providers and organizations collaborated to build capacity, fund and deliver
community-based palliative care. The described process of developing the program has applicability in other First
Nations (Indigenous) communities and for healthcare decisionmakers.

KEYWORDS:

Aboriginal, Canada, community-based care, community capacity development, end-of-life care, First Nations, health
services research, home care, Indigenous, palliative care.

I would like to finish off my living here, at home. | have my grandkids; they are always coming and going from
here. My late wife tried to put me in [a nursing home], but | got better and my son brought me back home
because | did not like it there. Not for me! (client, age 67)

Introduction

This article describes an innovative, community-based palliative care (PC) program that was developed and
implemented in rural Naotkamegwanning First Nation, Ontario. The aims are to describe the program and present an
evaluation of its pilot implementation. The hope is that the information provided can guide other communities seeking to
develop community-based PC programs.



A First Nations community, in this research, refers to a community populated by Indigenous people. In Canada, the
term ‘Indigenous’, which is inclusive of Metis, Inuit, and First Nations people, is replacing the terms ‘Aboriginal’ and
‘First Nations’. Here, the term ‘First Nations’ is used because that is how the community self-identified during the
research.

There are 617 First Nations communities in Canada, mostly located in rural and remote areas'. An interactive map
illustrates the large geographic spread and populations of these communities’. One hundred and twenty-five of
Canada’s First Nations communities are located in Ontario, with more than 950 000 community members (Table 1)1’2.
Table 1 summarizes the rural and remote context of many of Ontario’s First Nations communities’. For example, almost
half are between 50 and 350 km from a health services center, and 33 communities have no road access to health
services (Table 1).

Table 1: Ontario First Nation communities by Geographic Zone (Remoteness): 2016°"

Zone Definition No. of Population Total

it range population
1 The First Nation is located within 50 km of the 31 52-12 757 43783
nearest service center with year-round access.
2 The First Nation is located between 50 and 60 31-3259 24 428
350 km for the nearest service center with
year-round access.

3 The First Nation is located over 350 km from 1 147 147
the nearest service center with year-round
access

4 The First Nation has no year-round road 33 23-3197 28 348
access to a service center, and, as a result,
experiences a higher cost of fransportation
T Table was created by the authors using data provided by Indian and Northern Affairs Canada. Indian Register.

Palliative and end-of-life care in rural and First Nations communities

PC is an approach to health care aimed at preventing and relieving suffering, and improving the quality of life for people
living with life-limiting illness and their families””. End-of-life care (EOLC) is the final stage of PC; it begins when death
is imminent, and typically involves enhanced services that are available 24 hours a day, 7 days a week’. PC is of
benefit for all people and their families living with life-limiting illness due to any diagnosis, including progressive chronic
illnesses and frailty6’7. It is applicable across the illness trajectory, and can be provided concurrently with treatment” '°.
Early access to PC contributes to increased satisfaction with EOLC experiences, and increased likelihood that people
will die at home if that is their choice'""'”. Initiatives are underway in Canada to integrate PC into home care and
primary care programs6 to improve access where people live, including First Nations communities.

It is well documented that people who are dying in rural areas, including Indigenous people, have less access to
PC13'18, and are less likely to die at home than their urban counterpartsm. A review of the rural PC literature identified a
lack of research-informed rural PC models, lack of research on the positive aspects of rural and remote contexts, and
lack of strong theoretical underpinningzo. The review concluded that emerging Canadian”' and Australian® models that
emphasize partnership and capacity development offer the most promise. In Canada, Kelley developed a community
capacity development model that builds rural PC programs using local resources” *°. This model was adopted for use
in First Nations communitie324, and guided the research presented here.

Developing PC programs for Indigenous people is of international interest”". A recent review concluded there is a need
for culturally specific models that are culturally appropriate, locally accessible and delivered in partnership with
Aboriginal controlled health services'°. The research presented here offers one such model that was developed
through a partnership between a research team, community members and healthcare providers (HCPs) in
Naotkamegwanning First Nation.

Need for palliative care in First Nations communities

In Canada, the need to develop PC programs in First Nations communities is urgent because the population is aging
with a high burden of chronic and degenerative disease”®”’. First Nations people want the opportunity to die at home in
their communities”*°. However, First Nations communities lack the health services and other supportive resources to



meet the home care needs of people with complex and high intensity care needs””. Thus, many First Nations people

travel to urban areas for care, and die in institutional settings, separated from family, community and culture® .

First Nations Health Services Context: In Canada, the federal government is responsible for funding healthcare
services in First Nations communities through the First Nations and Inuit Health Branch (FNIHB). Most communities
administer the FNIHB funded health services locally, with services provided by internal HCPs who live and work in the
community33. Hospital, physician and other external health services are under provincial jurisdiction, and delivered
primarily by non-Indigenous HCPs who live and work outside of First Nations communities. The jurisdictional situation is
such that a policy gap exists between federal and provincial jurisdictions, with both governments describing themselves
as the payer of last resort”"*°. This jurisdictional grey area is a barrier to the provision of health services, including
home-based PC, in First Nations communities”. Moreover, no models exist on how the different levels of government
can work together to fund and deliver PC services.

Home and community care services The FNIHB Home and Community Care Program (HCCP) was established in
1999 and provides basic home and community care services to First Nations communities’”*®. The HCCP operates
Monday to Friday, 8.30 am to 4.30 pm, and provides nine essential services: client assessment, managed care, home
care nursing, home support personal care, in-home respite, linkages, medical equipment and supplies, capacity to
manage program delivery, and record keeping and data collection””*°. Additional supportive services (including PC)
can be offered through the HCCP if all essential services are being met, and funding is available within the approved
budget. Thus, while FNIHB does not fund PC as a unique program, the services required to provide palliative home
care are funded and in place (ie case management, nursing, personal care). However, in most communities the limited
HCCP funding allows for only essential services.

The experience of Naotkamegwanning First Nation demonstrates how the local, federal and provincial HCPs and
organizations came together to build local capacity, fund and deliver community-based PC in Naotkamegwanning.

PC Development in Naotkamegwanning First Nation

Community and health services context: Naotkamegwanning First Nation is in Northwestern Ontario (rural Canada)
in the Treaty #3 Territory, and is designated Zone 2 remoteness (Table 1). The nearest urban center, Kenora (approx.
15 000 people), is 96 km north of the community. Naotkamegwanning has year-round road access; approximately
712 people live there. Naotkamegwanning has kept their Anishinaabe cultural practices and beliefs strong.
Approximately 48% of the population speak Ojibway, and many people maintain a connection with the land.

The health services administered by Naotkamegwanning First Nation, including the community care program (CCP),
are delivered by approximately 30 internal HCPs. The CCP has eight staff and consists of services integrated at the
local level that are funded by both the federal (nursing, personal support and respite through HCC) and provincial
government (home support and home maintenance through long term care). External (provincially funded) health
services and resources are also available outside of the community. Prior to Wiisokotaatiwin, people with advanced
chronic or terminal iliness accessed health services and supports outside of the community. Even though these people
would have preferred to die at home, all people living in Naotkamegwanning with progressive chronic or terminal
illnesses (an expected death) died outside the community.

Developing the PC Program: The Wiisokotaatiwin Program was developed within the context of the Improving End-of-
Life-Care in First Nations Communities (EOLFN) project, a 5-year participatory action research (PAR) project where
researchers partnered with First Nations communities to develop local PC programszg’sg. Over 5 years (2010-2015),
Naotkamegwanning First Nation worked with the EOLFN research team to implement a community development
process, and build PC capacity24’28. This included conducting a local needs assessment, and establishing a PC
leadership team (composed of nine internal HCPs, Elders, and members of the Band council and administration) that
guided program development.

The project resulted in a program model that addressed the gap for PC services in Naotkamegwanningo. The program
was embedded in and influenced by local cultural protocols, values and beliefs. Within Naotkamegwanning, talking



about death and dying is not culturally appropriate. The use of certain words had to be avoided, and there is no word
for ‘palliative care’ in the Anishinaabe language. With direction from their Elders, the leadership team called their
program Wiisokotaatiwin, which translates to ‘taking care of each other or supporting each other’. The vision was to
have available for community members ‘coordinated comprehensive services for those wishing to return home to
Journey, maintaining use of individual traditions and spiritual beliefs’’.

Program model

Through the enhancement and integration of existing services, Wiisokotaatiwin sought to provide people living in
Naotkamegwanning the option to receive care at home by allowing for services and supports to be available 24 hours a
day, 7 days a week in Naotkamegwanning. The required resources, essential activities and intended outcomes are
summarized in Figure 1.

Figure 2 outlines the intended care for clients receiving PC, beginning with identification of eligible clients. Community
members were eligible if they:

¢ could benefit from the services of the program

¢ wished to receive their care at home

¢ had an iliness from which no recovery is expected

¢ had a Palliative Performance Scale (PPS) score of 260% with a prognosis of declining to 0% (death) within 1 year.

Prospective clients are informed about the program. With their consent, a referral is made to the program coordinator
(who is also the coordinator of the CCP). Any HCP can make referrals; self and family referrals are also accepted.
Upon receiving the referral, the coordinator visits the client to explain the program and conduct a comprehensive PC
assessment. A case conference is then scheduled with the client and family to develop a PC plan; members of the
circle of care are invited to the case conference as appropriate. Telemedicine is used when required to facilitate
participation. An in-home PC chart is implemented.

During the case conference, a care plan is developed and shared with the circle of care. The plan includes goals of
care, services to be provided, procurement and storage of medications, equipment procurement, and a checklist of
services that can address all domains of care. The care plan is implemented through coordinated health service
delivery. Nursing is provided by the CCP nurses (FNIHB) who already visit the community and know the clients and
their families. The provincial home care organization provides professional health services other than nursing
(eg physiotherapy, occupational therapy, social work). The services of the visiting nurse practitioner (NP) and physician
are included as needed.

The coordinator is the client's care manager and provides intensive case management. The CCP staff provide the
required personal support, home making and respite care. Staff and family are instructed to call the coordinator with
any questions regarding care, changes in health status, symptom crisis, and prior to taking client to the hospital. This
support is always available, via a cell phone; family and staff are aware of who to contact when the coordinator is away
from the community.

There is ongoing communication amongst the circle of care members. Reassessments are coordinated through the
coordinator and CCP nurse, with required adjustments made to the care plan. If hospital transfer occurs, the
coordinator contacts the hospital. The client is requested to bring the in-home chart for the reference of hospital staff. If
the hospital visit is an emergency room visit, a follow-up note is placed in the in-home chart as to reason for visit, the
treatment, and any further plan. For a hospital admission, the coordinator is involved in discharge planning.

EOLC discussions are initiated with the client/family at a PPS score of 30% (or earlier if appropriate). If the client is at
home, the coordinator discusses with the client/family ‘what it means to stay home’ at the end of life, and what services
the program can offer. A protocol for home passing is followed.

If the client is in hospital, the options for care and services in hospital and at home are explained. A client’s decision to
be at home initiates a case conference and care plan revisions. After a client passes, program services continue as



appropriate (eg bereavement visit from the coordinator), referrals are made to community services if additional support
is required. When the file is closed, the coordinator arranges the return of equipment to agencies as required.

AIM: To enhance [ integrate existing services so that people living in Nactkamegwanning have the option to receive palliative care at home.

Naotk First Nation ¢ s who have a chronic/terminal illness and are in the last year of life & their families.
RESOURCES ESSENTIAL ACTIVITIES PROGRAM OUTCOMES HEALTH SYSTEM OUTCOMES
Education of I. Existing |-.I:n:tea:.ed
- - y 1 services collgboration
l..U.Ed| healt.h commurty enhanced to btwn internal
services/ providers address gaps in and external
Education of health community health care
District & Regional care providers capacity to providers

provide PC

health services

7

Coordination of PC L

LHIN HSIP Funds

Facilitation &
support from
EOLFM Project

services of local health
care service/providers

Partnerships & service
agresments with
regional health
services

the community

iii. Chients receive PC assessment in

to clients & families

iv. 24/7 care and support available

i. Unnecessary ED visits in
last year of Iife are
avoided

v. Clients have individualized,

il. Unnecessary hospital

admissions in last year of
life are avoided

community-based, coordinated care
plan, & were invalved in its
development

Developm;ntrof lii. Reduced haspital
program guidelines length of stay at end of

iv. Fewer hospital deaths

vl. Clients,/family have access to PC
specialists, education & support

wil. Clients/family satisfled with the
care / support received

wiii. PC program & care pathway is
formalized and understood by
internal & external providers

Figure 1: Wiisokotaatiwin Program logic model.

Wiisokotaatiwin
Care Pathway

Figure 2: Wiisokotaatiwin care pathway. This figure lllustrates the expected care for clients on the
Wiisokotaatiwin program.

Implementing the pilot program

The community development resulted in the creation of the Wiisokotaatiwin Program model and care pathway.



Partnerships and memoranda of understanding were also formed between internal and external services (Table 2).
However, the community was unable to deliver the program due to a lack of service delivery funds in the CCP budget.
Thus, the community applied to the Northwest Local Health Integrated Network (NW LHIN) for one-time funding to offer
enhanced PC services and evaluate the program. (LHINs plan, integrate and fund provincial health care in Ontario.)

Naotkamegwanning received $60,000 over 10 months to pilot the program. Most of that funding (C$49 000) went to
enhanced client services that were provided to six clients during the pilot (November 2014 — August 2015). These
services included nursing, personal support and case management. The remainder supported staff education,
equipment, and evaluation of the pilot. In addition, in-kind support (C$44 917) was provided by the EOLFN project,
which consisted of paying for a part-time project facilitator, administrative assistant and project management.

Table 2: Internal and external health care providers, organizations, and services associated with the
Wiisokotaatiwin care pathwayJr

health services
*  Community Care Program
(program coordinator, home care nurse, personal support workers, homemaker, home support)
+  First Nation health s/erwces
1, health ¢ 1, community mental health nurse, community health educator,
mental heal1h sarvices, Elder support worker, family suppurl worker, circle of hope and healing,
community wellness worker, suicide prevention/black river camp, community transportation services)
+  FNIHB nursing care provider
(Community Care Program (FNIHB) nursing and on-call nursing)
District health services (Kenora)
=  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 hospital
{PC coordinator, discharge planner)
+  District provincial homecare agency
(physiotherapy, occupational therapy, social work)
+  Pharmacy
(medication and medical supplies)
+ Healthcare equipment agency
{home healthcare equipment)
*  Funeral home
Regional health services [Thunder Bay)
+ Palliative pain and
:educallan mentoring and suppon ror pnmary care HCP pmwdlng PC)
. dicine nurse, P care h nit
qparn and ph g it, palliati care clinical consullatlon}
. i Thunder Bay Regional Cancer Centre
(access fo telemedicine network for palllatlme care consultations)
1 Tho agencios collaboratod via a variety of of and sorvice that ware through
s EOLFN project
FNHIB, First Nations and Inuit Health Branch, HCP, healthcare provider, PC, palliative care.

Evaluating the program pilot
A process evaluation was conducted’. The evaluation questions and objectives were to:

e document program implementation:
1. Who participated in the program (number and profile of clients)?
2. What services were provided to clients (by who and when)?

e assess progress toward outcomes:
1. What progress was made toward intended program and system level outcomes (Fig1)?

¢ assess the perceived value of the program:
1. What is the perceived value of the program from the perspectives of HCPs providers, families, and clients?
2. Is the program model perceived to be transferrable to other First Nations communities?

Methods

To allow for a comprehensive understanding of the pilot's implementation, outcomes and value, a mixed-method
approach was adoptedo. Quantitative methods were used to assess program implementation and outcomes, and
identify trends in perceived program value. Qualitative methods were used to capture details regarding the experience



of the program, and perceptions of its value.

The data sources are described below and summarized (by evaluation question) in Table 3.

Table 3: Evaluation question/data source matrix

Question Data source
1. Who participated in the program? = Documents review:

+ Client registration forms
2. What services were provided? =  Documents review:

« Case conference summary forms
. Payroll records (coordinator)
= Client tracking forms

3. What progress was made toward
outcomes?
Program level

i. Existing services enhanced =  Client tracking forms, HCP gquestionnaire, focus group

ii. Increased collaboration = Client tracking forms, HCP questionnaire, focus group,
Documents review (service agreements and MOUs)

iii. Clients receive PC assessment =  Documents review (case conference summary form), client
tracking forms, HCP guestionnaire

iv. 24/T care/support available =  Client tracking forms, documents review (pay records)

v. Care plan developed with client = Documents review (case conference & client registration forms),
HCP gquestionnaire, focus group

vi. Access to PC =  Client tracking forms, HCP questionnaire
specialists/feducation/support
= Family/client questionnaires

vii. Clients/family satisfied
= Documents review (program booklet/brochure), HCP
questionnaire, focus group
viii. Program/pathway formalized
and understood

System level:

i. Unnecessary ED visits avoided
ii. Unnecessary hospital
admissions avoided =  Client tracking forms, questionnaires (client/family/HCP)

4. What is the perceived value of the

program?
5. Is the program model transferrable?

Questionnaires (client/family/HGP)

Focus group

HCP gquestionnaires

Focus group

ED, emergency department. HCP, healthcare provider. MOU, memorandum of understanding. PC, palliative care.

Data collection and analysis

Document review: Descriptive data were extracted from client registration forms, case conference summary forms,
program booklet/brochure, purchasing and payroll records, and program invoices.

Client tracking forms: The coordinator completed one form per client at the end of every week. The forms were very
detailed. Thus, to minimize data collection burden, the collection of service provision data was limited to a 4-month
tracking period (May—August). Documentation included the services provided to each client (type, date, time, duration
and provider), and hospital utilization information. The completed forms were sent to the research team for
analysis. Microsoft Excel was used to organize the data and calculate descriptive statistics.

Questionnaires: Clients and family were invited to complete a short questionnaire at the end of the pilot. The
questionnaire consisted of closed and open-ended questions that probed participants’ satisfaction with, and perceived
value of the program (eight items). Seven completed questionnaires were returned to the research team for analysis
(n=3 client; n=4 family). The quantitative data were entered into the Statistical Package for the Social Sciences v20
(SPSS; http://lwww.spss.com) for frequency analysis. The comments were organized by evaluation question (thematic
analysis was not possible as very few comments were provided).

The internal and external HCPs involved in the pilot were also invited to complete an end-of-pilot questionnaire. The
questionnaire consisted of closed and open-ended questions (25 items) that probed the HCPs’ satisfaction with the pilot
and their perceptions of the program’s value, the extent to which it met its objectives, and its transferability to other First
Nations communities. A total of 22 completed questionnaires were returned: 8 internal HCPs (nurses, personal support
workers, homemakers; an 89% response rate) and 14 external HCPs (a 74% response rate). The quantitative data
were entered in SPSS for frequency analysis. The qualitative comments were analyzed using Thomas’s general
inductive approach to identify themes in the text that were related to the evaluation questionso.



Focus group: An end-of-pilot focus group was held with members of the leadership team (n=5). Focus group
questions probed the perceived the benefits and challenges of the pilot program. The focus group lasted approximately
1 hour and was audio-recorded and transcribed for analysis. Thomas’s inductive approach was used to analyze the
focus group transcript to identify themes related to the evaluation questionso.

Ethics approval

This research followed Prince and Kelley’s Integrative Framework for Conducting Palliative Care Research with First
Nations Communities, which consists of five components: community capacity development, cultural competence and
safety, participatory action research, ethics and partnership324. The overall PAR research project was approved by
Lakehead University’s Research Ethics Board (REB #020 10-11) and the Chief and Council of Naotkamegwanning First
Nation. All evaluation participants provided individual informed consent.

Results
Who participated in the program?

Seven community members were identified as eligible for the program. One member died early in the pilot, and did not
receive services. Therefore, the evaluation focused on the services received by six clients. Four clients were on the
program for the 10-month pilot; two registered toward the end of the pilot (May/June 2015). Table 4 details client
demographic characteristics.

Table 4: Demographic characteristics of the Wiisokotaatiwin clients

Characteristic [ ar
Gender |
Male
Female
Age (years)
60-69
70-79
80-89
90-99
Palliative Performance Scale Score (%) on
admission to program

PN

(S

50 1
60 3
70 £
Diagnosis/reason for referral
Parkinson's disease 1
Diabetes (with complications) 4
Frail elderly 1
Living arrangement |
Lived at home alone 2
Lived at home with adult children 3
MNumber of local family caregivers involved
0-1 4
2-3 0
24 q

tn=6. Some cells do not add to this value due to missing data.

What services were provided to clients (by who and when)?

During the 4-month tracking period, clients received an average of 50.5 hours of direct client service per month
(range=16-103 hours). Of the total direct service hours provided, most were for home support (homemaker, 43%;
personal support, 23%; respite, 9%) and nursing (home care nurse, 11%; NP, 11%) services. Table 5 summarizes the
service hours by type.

Forty percent of the home and community care services delivered during the 4-month tracking period were outside of
the regular CCP hours (Fig3). Home support visits (personal support worker + home maker) accounted for most (81%)
of the evening/weekend hours. Respite was also mostly provided on evenings and weekends.



During the 10-month pilot period, 812 hours were spent on intensive case management and program coordination. The
tracking forms suggest that the coordinator was a key component of the program. Most of the coordinator’s time was
spent on case management (PC assessment/reassessment, care coordination/scheduling appointments, referrals and
linkages, obtaining supplies/equipment, and recordkeeping/data collection). Much of the coordinator’s time was also
spent on communicating with clients/family and other members of the circle of care. The coordinator was also on-call
via cell phone for families, clients and program staff.

Composite case summaries were created to illustrate the demographic and service provision profiles presented above
(Box 1).

Table 5: Direct client services provided to Wiisokotaatiwin clients (May—August 2015)

Service provider Services provided Mean weekly | Total time (h),
(type/organization)t time (range) all clients,
(h) per client May-Aug
Nursing
Home care nurse Monitoring
(internal, FNIHB funded) Education 2
Medication review, (0-3.5) 1325
counselling/support
Nurse practitioner Assessment and monitoring 2
(external, AHAC) Counselling/support (0-3) 1385
Home support
Personal support worker Personal care
(internal, CCP) Monitoring 3
Medication reminders (0-7) 2783
Medication delivery
Medical transportation
Help with PT exercises
Homemaker/ Cleaning and meal preparation
home support worker Personal support 6
(internal, CCP) Medication reminders (0-14) 523
Medication assistance
Medical transportation
Yard work
Install supportive equipment
Other
Respite worker Two clients received respite:
(internal, CCP) Client A (32 h); client B (77 h) NA 109
(visiting, overnight stays and
homemaking)
Occupational/physical OT assessed client for walker/
therapy PT trained personal senvices NA
(external, provincial home worker to do exercises with 4
care agency) client
Medical transportation Medical driverfalternate
(internal, First Nation health | transport to hospital and medical NA 9
senvices) appointments
Elder support Grocery shopping in Kenora
(internal, First Nation health | Assist with government forms NA 8
services)
Escort Accompany client to hospital
(internal, First Nation health | and provide translation NA 9
senvices)
Total direct client services recorded (May—August 2015) 1211.3
Average hours/month (May—August): (total hours - total clients) = 6 505

*internal services are provided by intemal HCPs whe live and work in the community; external services are
delivered by HCPs who live and work outside of the community. See Table 1 for the organizations and services

provided

AHAC, Aberiginal Health Access Centre. CCP, Community Care Program. FNIHB, First Nations and Inuit Health
i it

Branch. NA, not

23%

17%

_oT,

therapist PT, physi

B Mon-Fri (8:30 - 4:40)

Mon - Fri (after 4:30)

Weekends

Figure 3: Proportion of services delivered to Wiisokotaatiwin clients by Naotkamegwanning Community Care

Program by day and time (May—August 2015)




Box 1: lllustrative case scenarios' of the Wiisokotaatiwin services provided to clients during the pilot

Edward is 90 years old; he is frail, and mostly homebound. Edward lives at home with his adult daughter who
works full time, and cannot provide Edward with much support during the days and evenings. Edward
registered with Wiisokotaatiwin at the beginning of the pilot, at which time he and his daughter attended a
case conference where they and the healthcare providers involved in Edward's care developed an integrated
care plan

His care plan involved two nursing visits a week: the home care nurse would visit on Mondays, and the NP on
Thursdays. Edward appreciated that nursing schedule because it allowed for the anticipation of possible
problems that might arise over the weekend, and carried him through until Monday when the home care nurse
would visit again. Thus, the NP visits were preventative and helped alleviate any anxieties that Edward had
about his health status going into the weekend. Edward alse received four visits a week from a personal
support worker and three visits a week from a homemaker (different days, including some evenings and
weekends). They would help Edward with personal care, cleaning and meal preparation. Those visits helped
alleviate some of Edward's daughter's anxieties about her dad being home alone

The Wiisokotaatiwin coordinator was active in Edward's case management and was often busy arranging
medical appointments, and making referrals (to Elders’ Support to help him get groceries and complete
government forms, to provincial home care for assessment for a walker, eic.). Edward knew that he could call
the coordinator on her cell phone if he needed to in the evenings or during the weekend, which also helped
alleviate his anxiety. The coordinator also arranged for respite visits over two weekends when Edward’s
daughter had to leave the community to be with another family member who was in the hospital

Mary is 82 years old; she has diabetes with kidney complications. Mary lives with her adult son; he and Mary’s
three other adult children are invelved in her care. She registered in the pilot program in May, and she and her
four children were involved in the development of her integrated care plan (the case conference was held at
Mary’s home with the program coordinator and NP in attendance)

The care plan involved two nursing visits a week (different days). The nurses provided monitoring and
support, and some heaith education to Mary and her children. The personal support worker visited twice a
week to help with personal care, PT exercises, and to do medication reminders every second week. A
homemaker visited once a week to help with housekeeping. The pregram coordinater was active in Mary's
case management making referrals (to provincial home care (PT), diabetic foot care, etc.), and arranging for
Mary’s needs to be met as they arose (eg ordering medical suppliesiequipment, arranging for medication
delivery, and having grab bars installed in the home as Mary had a couple of falls at home).

One day Mary’s son called the Wiisokotaatiwin coordinator because he was anxious as Mary began
experiencing increased pain. The coordinator consulied with the healthcare nurse and the NP who instructed
the family to call 911 if the pain continued to increase. The pain did increase and Mary was admitted to the
hospital in Kenora for the unexplained pain and an electrolyte imbalance. She stayed there for 20 days, and
during her stay, the program coordinator consulted with the hospital discharge planner to get updates on
Mary’s status. The coordinator also consulted with the family, the home care nurse, and NP to keep them
updated and discuss care plan revisions. When Mary was stable enough to go back home, her hospital
discharge was planned collaboratively with the Wiisokotaatiwin coordinator and her integrated care plan was
revised to reflect her increased need.

" To protect the anonymity of the people in the program, these are not actual clients. Rather, the cases were created as

illustrations based on an aggregation of the data. These cases do reflect the people and care plans of the six clients who
were in the program.

What progress was made toward outcomes?
Program-level outcomes: The results for each intended outcome (Fig1) are presented separately.

i. Existing services enhanced Most of the pilot funding was spent on enhanced services for the six clients. Most of
the services documented were an enhancement of the existing Naotkamegwanning health services (eg NP services,
FNIHB nursing and program coordinator available on call, and additional FNIHB home care nursing and CCP home
support hours), and provided to clients outside of the existing CCP hours (enhanced services; Table 5 and Fig3).

ii. Increased collaboration Formal partnerships and service agreements were in place (Table 2) and participants
perceived the pilot to have resulted in increased collaboration among HCPs (Table 6).

During the tracking period, two (out of three) hospital discharges were planned collaboratively with the program
coordinator. Baseline was that no discharges were planned collaboratively. The coordinator also consulted extensively
with other external professionals in the circle of care for all six clients.

‘Increased collaboration and communication’ was also a theme that emerged in the focus group:

One of the major positive things that happened was creating those partnerships and starting that
communication with our health care providers ... Since the pilot, we're starting to have those discussions and
its change for the better.

iii. Clients receive PC assessment All six clients received a PC assessment in the community. A PC case conference
was held for each client (in their home or at the Band administration office), and internal and external HCPs attended
(sometimes virtually via telemedicine). An integrated care plan was developed for each client and the client/family were
involved in its development.

iv. 24/7 care and support available Many of the CCP services provided to clients were delivered on evenings and
weekends, outside of the regular CCP hours (Fig3). Moreover, the coordinator was on call via cell phone (funded by the



pilot) for families, clients and program staff. Though not many after hour calls were received, the ones that were
received needed to be dealt with immediately (eg locating and delivering client medication). When the coordinator was
out of the community, the FNIHB nurses provided on-call coordination. No after-hours nursing visits were required
because the coordinated and comprehensive process established by the program helped identify client needs and
created a care plan that avoided crises. The program allowed the nurses to prepare the clients and families during
regular business hours (FNIHB nursing supervisor, personal communication, 1 February 2016).

Table 6: ResponsesJr to healthcare provider survey questions used to indicate increased collaboration

Objective Proportion of respondents who
agree’ |
Internal HCPs External HCPs
(m=8) (n=14)
Health system organization and care processes are improved to provide NA 14114
palliative home care in Naotkamegwanning
Clinical information sharing among health service provider agencies has 77 14114
Improved
D of health care using gy (eg ) 314 89
Better communication and continuity of care between primary care and 66 T8
palliative care speclalists
System Integration is Imp d to utilize more effl ly 77 1313

" Participants were given a list of pilot objectives and asked 1o compare the situation before and after the pilot was imglemented.

TNumaralor = number of respondants wha 'agreed’ or ‘sirongly agreed’ with statements reflacting thesa objectives. Dencminator
total number of respondants who offered an opinion on the statemant. Those who rasponded ‘don't know'no basis to judgs’

(i those who felt they could not comment) were not included in the tally

HCP, healthcare provider. NA, not apphicable

v. Clients have a care plan and were involved in its development An integrated care plan was developed for each
client and the client/family were involved in its development.

vi. Clients/families have access to specialists, education and support The coordinator often consulted with
clients/families about their status and care plan, and had ongoing consultation with other members of the circle of care
including PC specialists. The HCPs also felt that access to specialists, education and support was provided through the
pilot (Table 7).

Table 7: ResponsesJr to survey questions used to measure health care provider perceptions of access to
palliative care specialists, education and support

| objective Proportion of respondents who
agree’
Intarnal HCPs External HCPs
(=B} (r=14)
| Clients and families now have access to palliative care specialists 66 1012
| Clients and families now have access to palllatlw: care education T 1011

Families are more educated and supported in their role as caregivers " 1010
" Farticipants were given a list of padot obpectives and asked 10 compare the situation before and after the pilot was implemented.
= number of resp who ‘agreed’ or ‘strongly agreed’ with statements reflecting these objectives. Dencaminator
total number of respendants who offered an apinion on the statement. Thasa who responded “don't know'no basis to judgs’
(i those who fedt they could not comment) were not included in the tally.
HCP, healthcare pravider

vii. Clients/families are satisfied with the care/support received Clients and families were satisfied with the
services provided through the program and felt their needs were being met:

o All family members (4/4) and most clients (2/3) surveyed indicated they were ‘satisfied’ or ‘very satisfied’ with the
services and supports received through the Wiisokotaatiwin Program.

e Most clients (2/3) and family members (3/4) felt that the program was meeting client’s needs.

o All family members felt that the supports received through the program met their needs.

viii. PC program and care pathway is formalized and understood by internal and external providers Program
guidelines were formalized into a program booklet and brochure”. The program description was sent to all agencies
involved in the pilot. Education was done at the hospital for physicians and nurses.

System-level outcomes: The short timeframe of the pilot and lack of access to hospital data precluded the evaluation
of longer-term system level outcomes (Fig1). However, the pilot data indicate some progress toward these outcomes.
During the tracking period, the coordinator reported that the services provided by the program prevented an emergency



department visit for four clients (eg locating and delivering medications), and reduced the length of hospital stay for one
client (eg catheter care could be provided at client’'s home). One family member also commented:

We as family panic about every little thing. It was much easier when we knew [NP] was going to be near and
the on-call nursing was available.

What is the perceived value of the program?
Questionnaire data indicated that the HCPs thought the program was valuable (Table 8).

The survey findings also indicated that HCPs were satisfied with the program, and felt it was a promising practice that
should be continued in the community:

¢ All HCPs surveyed (22/22) indicated they were ‘satisfied’ or ‘very satisfied’ working within the new model of care of
the Wiisokotaatiwin Program.

e When asked “In your opinion, is this new model of service delivery a promising practice to be continued in
Naotkamegwanning?’, 11/14 external providers, and 7/8 and internal providers answered 'Yes' (the remainder said
they didn’t know — none answered 'No').

One provider explained:

Our very sick patients [who] don't like hospitals would want this program so they can stay home with family
and that's a very needed thing. (internal HCP)

In addition, analysis of the focus group and open-ended survey data indicated that stakeholders perceive
Wiisokotaatiwin to be a valuable program, and that it made progress toward its intended outcomes during the pilot
(boxes 2,3). However, there was concern that without continued funding for the additional service delivery, the program
was not sustainable (Box 4).

Table 8: ResponsesJr to survey questions used to indicate healthcare provider perceptions of program value

Objective [ Proportion of respondents who
agree’
Internal HCPs External HCPs.
(n=8) (n=14)
Clients have the chaice lo receive palliative care at home 7 14114
Clients recelve quallty palliative home care in Maotkamegwanning | 77 THO
Local HCPs are more confident in the delivery of palliative care | G/6 1213
External HCPs provide more culturally relevant care | 55 1313
Residents of wanning have improved access to palliative care | 7 14114
There Is Increased adoption of best pracil for palliative care [0 1111

* Participants weara givan a list of pilof ehjectivas and asked to compare the situation before and after the pilot was implemented
TMumerator = number of respondents who “agread’ of ‘strongly agreed’ with stalements reflecting these objectives. Denominator
= talal numbaer of respondents whao offered an opimon on the statlement. Those who responded “don’t know'no basis o udge’

(i&s those wha felt thay could not commant) ware not includad in the tally

Those who disagreed had completed the sursey once the pilot was finished and explaingd, for axample, that While the pilot was
runming, care and acoess 1o care was very good. Since the piol has inshed and funding s no longes available access bo cane
has now decreased in the community significanthy.'

HCP, healthcare provider

Box 2: lllustrative quotes for the qualitative theme ‘Wiisokotaatiwin is a valuable program’.

Iz a val la prog
‘This is a good start to a much needed program.” (family member)

‘I think it's worth continuing the services and staff training. Keeping that communication open with everyone,
Because even il just one person wanls Lo slay heme or come home frem hospilal, it's worth having those
services. We'll be prepared and everyong will know whal each other's role 15, {leadership leam member)

‘The Wiisckotaatiwin Program is an excallent axampla of community driven PC service coordination. Thay
have overcome barriers to service delivery by thinking outside of the box, leoking within to existing community
services and reaching out where needed to establish necessary linkages. All of this was done at very little cost
tol heallth system — although s should be acknowledged thal the people nvolved al the communily level have
worked exceedingly hard lo make lhe program the success il s loday. (exlernal heallhcare provider)




Box 3: lllustrative quotes for the qualitative theme ‘positive outcomes of the program’.

Positive of the Wii: iwin Program
‘This was a good program to start the conversation of support for sick and elderly in their home __1 feel the
program gave the community confidence to move forward™. (internal health care provider)

‘From the service delivery point of view we are able to provide services after hours and weekends .’
(leadership team member)

‘I think for me, one of the major positive things that happened was creating those partnerships and starting
that communication with our health care providers ' (leadership team member)

“We are only seeing admissions for acute problems not being able to be handled in community and soon as
everything is stable home is an earlier option then staying in hospital or moving out of community to long-term
care.’ (external healthcare provider)

‘People have the option of remaining in an environment that is comfortable for them and with family/friends
nearby. It's cost effective — staying at home with the appropriate support is more economical than the cost of
being institutionalized.” (external healthcare provider)

Box 4. lllustrative quotes for the qualitative theme ‘the need for sustained funding’.

The need for sustained funding
‘I enjoyed the model, but without the funding the model is not sustainable.” (internal healthcare provider)

‘The pilot project created a fantastic pragram and many fram the community were able to benefit fromiit. Itisa
program that can be transferred to other communities. The amount of extra funding needed to sustain the
program was minimal and saved the healthcare system money in the long run. Need one of the governments
to commit to ongoing PC funding* (external healthcare provider)

‘I think there is a big need to keep funding because we don't have a budget for it. And, | think we've proven
that there is a need. Like right now especially, with our elders that are sick at home. Right now is when we
need that funding because there are caregivers looking after their parents and sometimes they need respite
and other services.’ (leadership team member)

Is the Wiisokotaatiwin Program model perceived to be transferrable to other First Nations communities?

The HCPs involved in the project thought that the program model was transferrable to other First Nations communities
(Table 9).

Some providers explained:

Although every First Nation community is different, this model could definitely be adopted and adapted by
other communities looking to plan and implement PC services. (external HCP)

Health care services need to be better integrated. This model provides an example that can be transferred to
other contexts and communities. (external HCP)

Table 9: Healthcare provider perceptions on the transferability of the Wiisokotaatiwin Program model

Objective Proportion of respondents who
agreet
Internal HCPs External HCPs
(=B} AE‘ (=14}
MNaotkamegwanning model of care is transferable to other First Nations GI7 1212
| communities |
t = number of who ‘agreed’ or ‘strongly agreed’ with statements reflecting these objectives. Denominator
= todal number of respondents who offéred an opinion on the statement. Those who responded 'don't Knowino Dases 1o judge’
(ie those who fall they could nol comment) ware not incheded in the tally

HCP, healthcare provider

Discussion

This article described an innovative, community-based PC program that was developed and implemented in
Naotkamegwanning First Nation. The paradigm adopted in this research focused on strengths (First Nations
communities have existing capacity that can be developed to provide formal PC) rather than deficits (First Nations
communities lack the resources required to provide local PC programs). Through a community development process
using Kelley’'s model21’24, HCPs and programs from the provincially and federally funded healthcare systems came
together to support community members from Naotkamegwanningzs. A program model and care pathway was
developed which overcame jurisdictional barriers. A unique feature of the program model is the enhanced collaboration
between federally and provincially funded health services.



All essential activities and resources (Fig1) were in place, and were essential to implement the program and achieve its
outcomes. In terms of resources, there were sufficient infrastructure and health services to allow development of the
local PC program28‘28. Specifically, there were local PC service providers and district and regional health services who
were available and motivated to assist (Table 2). This allowed for the adoption of a service enhancement and
integration model. Moreover, the facilitation and support from the EOLFN research team supported the program
development and implementation, and the LHIN pilot funding was instrumental in implementing the program".

The evaluation documented program implementation and assessed program value and progress toward outcomes. The
findings demonstrate the program was implemented as intended, and that there was a need for the program, with six
clients on the 10-month pilot. Though the pilot period was short, the findings also indicate achievement of and progress
toward outcomes (Fig1). At the program level, all eight intended outcomes were achieved. Progress was being made
toward outcomes at the system level (ie tracking data suggest that unnecessary emergency department visits and
hospital admission were avoided). The findings also suggest that clients/families and HCPs were satisfied with the
program, perceived it to be meeting its objectives, and thought it was worthwhile. The program model was also
perceived to be transferrable to other First Nations communities, further indicating its value.

Overall, the findings suggest that the main goal of the program, to enhance and integrate existing services so that
people have the option to receive PC at home, was met. Though not a costing study, the evaluation data suggest that
keeping First Nations community members at home is not very expensive. The C$60 000 pilot funding allowed for the
enhancement of existing services to address gaps in community capacity to provide PC. However, due to lack of
sustained service delivery funds, enhanced services were unable to be provided once the pilot ended.

A few limitations of the evaluation are of note. There is the potential for human error in the completion of the client
tracking forms because they were being completed by very busy service providers who already documented service for
other purposes. To minimize error, the project resource person assisted with completing the tracking sheets. Future
evaluations should streamline this data collection.

This research was based in one First Nations community in Ontario. It is recognized that social determinants of health
and community capacity vary among First Nations communities. For example, a lack of housing infrastructure has
resulted in overcrowding in homes in many First Nations communities. Because social determinants of health impact
whether community members can be cared for at home at the end of life, the overall community capacity must be
assessed prior to doing this type of community development work.

It was difficult to assess the system-level outcomes of the pilot for several reasons. The evaluation team was unable to
access hospital utilization data for the Wiisokotaatiwin clients. While the tracking sheets documented hospital utilization,
that was only for the 4-month sample period. Relatedly, a 10-month pilot period was too short to evaluate system
outcomes. The eligibility criteria required a client to be in the last year of life, but the pilot period was less than 1 year
(only one client died during the pilot). Finally, the pilot had a small number of clients (n=6). Despite these limitations, the
details reported here have important implications for PC development in First Nations communities, and can guide
planning and decisionmaking.

Conclusions

The experience of Naotkamegwanning demonstrates how local, federal and provincial HCPs and organizations can
collaborate to overcome jurisdictional barriers to fund and deliver community-based PC. This article illustrates that
Naotkamegwanning had the motivation and capacity to care for their very sick community members at home. The LHIN
funding provided the needed opportunity, as did support for the community development process from the EOLFN
research team. As a case study, this project suggests that other First Nations communities with similar motivation,
capacity and opportunity could implement a local PC program, tailoring their program to their unique community needs,
local resources and regional context. The program model and evaluation presented here will be helpful to policymakers,
programmers and other communities looking to develop local PC programs. As an approach to community capacity
development in PC, this study provides a model that has relevance to assist Indigenous communities internationally.



Acknowledgements

The authors thank the Naotkamegwanning Leadership Team members and the program partners who made the
Wiisokotaatiwin Program possible. We acknowledge that the Naotkamegwanning participants have ownership of the
knowledge created, and thank them for allowing us to share it internationally.

1 Government of Canada, Indigenous and Northern Affairs. First Nations people in Canada. Available:
https://www.aadnc-aandc.gc.ca/eng (Accessed 24 March 2017).

2 Government of Canada, Indigenous and Northern Affairs. First Nation profiles interactive map. Available: http://fnpim-
cippn.aandc-aadnc.gc.cal/index-eng.html (Accessed 24 March 2017).

3 Kelley ML, Nadin S. Data extracted from the Indian Register. Ottawa: Indigenous & Northern Affairs Canada, 2016.

4 Canadian Hospice Palliative Care Association. A model to guide hospice palliative care: based on national principles
and norms of practice. 2013. Coventry. Available: http://www.chpca.net/media/319547/norms-of-practice-eng-web.pdf

5 World Health Organization. WHO definition of palliative care. 2015. Available: http://www.who.int/cancer/palliative
/definition/en/ (Accessed 24 March 2017).

6 Canadian Hospice Palliative Care Association. The Way Forward National Framework: a roadmap for an integrated
palliative approach to care. The Way Forward Initiative. 2015. Available: http://www.hpcintegration.ca/media/60044
/TWE-framework-doc-Eng-2015-final-April1.pdf (Accessed 24 March 2017).

7 Ferris FD, Balfour HM, Bowen K., Farley J, Hardwick M, Lamontagne C, et al. A model to guide hospice palliative
care. Ottawa, ON: Canadian Hospice Palliative Care Association, 2002. https://doi.org/10.1016/S0885-3924(02)00468-2

8 World Health Organization. Better palliative care for older people. Europe, 2004. Available: http://www.euro.who.int
| __data/assets/pdf file/0009/98235/E82933.pdf (Accessed 24 March 2017).

9 Boland J, Johnson MJ. End of life care for non-cancer patients. BMJ Supportive & Palliative Care 2013; 3(1): 2-3.
https://doi.org/10.1136/bmjspcare-2013-000446

10 Coventry PA, Grande GE, Richards DA, Todd CJ. Prediction of appropriate timing of palliative care for older adults
with non-malignant life-threatening disease: a systematic review. Age and Aging 2005; 34(3): 218-227. https://doi.org
/10.1093/ageing/afi054

11 Brumley R, Endguidanos S, Jamison P, Seitz R, Morgenstern N, Saito S, et al. Increased satisfaction with care and
lower costs: results of a randomized trial of in-home palliative care. Journal of the American Geriatrics Society 2007;
55(7): 993-1000. https://doi.org/10.1111/j.1532-5415.2007.01234 .x

12 Detering KM, Hancock AD, Reade MC, Silvester W. The impact of advance care planning on end of life care in
elderly patients: a randomized controlled trial. BMJ 2010; 340: 1345. https://doi.org/10.1136/bmj.c1345

13 Northcott H, Wilson D. Dying and death in Canada Aurora. Ontario: Garamond Press, 2001.

14 Phillips JL, Davidson PM, Jackson D, Kristjanson L, Bernet M, Daly J. Enhancing palliative care delivery in a regional
community in Australia. Australian Health Review 2006; 30(3): 370-378. https://doi.org/10.1071/AH060370

15 Evans R, Stone D, Elwyn G. Organizing palliative care for rural populations: a systematic review of the evidence.
Family Practice 2003; 20(3): 304-310. https://doi.org/10.1093/fampra/cmg312

16 Payne S, Kerr C, Hawker S, Seamark D, Davis C, Roberts H, et al. Community hospitals: an under-recognized
resource for palliative care. Journal of the Royal Society of Medicine 2004; 97(9): 428-431. https://doi.org/10.1177
/014107680409700905

17 Hotson KE, Macdonald SM, Martin BD. Understanding death and dying in select First Nations communities in



northern Manitoba: issues of culture and remote service delivery in palliative care. International Journal of Circumpolar
Health 2004; 63(1): 25-38.

18 Menec VH, Nowicki, S. Kalischuk A. Transfers to acute care hospitals at the end of life: do rural/remote regions differ
from urban regions? Rural and Remote Health 2010; 10(1). Available: https://www.rrh.org.au/journal/article/1281
(Accessed 17 March 2018).

19 O'Brien AP, Bloomer MJ, McGrath P, Clark K, Martin T, Lock M, et al. Considering Aboriginal palliative care models:
the challenges for mainstream services. Rural and Remote Health 2013; 13(2): 2339. Available: https://www.rrh.org.au
/journal/article/2339 (Accessed 17 March 2018).

20 Robinson C, Pesut B, Bottorff J, Mowry, A Broughton, S Fyles G. Rural palliative care: a comprehensive review.
Journal of Palliative Medicine 2009; 12(2): 253-258. https://doi.org/10.1089/jpm.2008.0228

21 Kelley ML. Developing rural communities' capacity for palliative care: a conceptual model. Journal of Palliative Care
2007; 23(3): 143-153.

22 Oliver M, Penman J, Ofner C. The impact of partnership on capacity building in palliative care among rural
communities: A South Australian experience 8th National Rural Health Conference Handbook. Alice Springs, NT, 2005.

23 Kelley M, Williams A, DeMiglio L, Mettam H. Developing rural palliative care: validating a conceptual model. Rural
and Remote Health 2011; 11(2): 1717. Available: https://www.rrh.org.au/journal/article/1717 (Accessed 17 March 2018).

24 Prince H, Kelley ML. An integrative framework for conducting palliative care research with First Nations communities.
Journal of Palliative Care 2010; 26(1): 47-53.

25 Kelley ML. An Indigenous issue: why now? Journal of Palliative Care 2010; 26(1): 5.

26 First Nations Information Governance Centre. First Nations Regional Longitudinal Health Survey (RHS) 2002/2003:
results for adults, youth and children living in First Nations communities. Ottowa, ON: First Nations Centre. First Nations
Information Governance Centre, 2007.

27 First Nations Information Governance Centre. First Nations Regional Health Survey (RHS) 2008/10: national report
on adults, youth and children living in First Nations communities. Nations Regional Health Survey (RHS) 2008-10-
National Report. 2012. Available: http://fnigc.ca/sites/default/files/First

28 Improving End-of-life Care First Nations Communities Research Team. Developing palliative care programs in First
Nations communities: a workbook (version 1) . 2015. Available: http://eolfn.lakeheadu.ca/wp-content/uploads/2015/07
/Palliative-CareWorkbook-Final-December-17.pdf (Accessed 24 March 2017).

29 Castleden H, Crooks VA, Sloan Morgan V, Schuurman N, Hanlon N. Inter Tribal Health Authority. Dialogues on
Aboriginal-focused hospice PC in rural and remote British Columbia. Canada, 2009. Available: http://www.unbc.ca/sites
/default/files/assets/neil_hanlon/2009 hanlon_dialoguesfinalreport.pdf (Accessed 24 March 2017).

30 Kaufert JM, O'Neil JD. Cultural mediation of dying and grieving among Native Canadian patients in urban hospitals.
In: LA De Spelder, AL Strickland (Eds). The path ahead: readings in death and dying. Mountain View, CA: Mayfield
Publishing Company, 1989; 59-75.

31 Castleden H, Crooks, VA, Hanlon N, Schuurman N. Providers' perceptions of Aboriginal PC in British Columbia's
rural interior. Health and Social Care in the Community 2010; 18(5): 483-491. https://doi.org/10.1111
1j.1365-2524.2010.00922.x

32 Kelly L, Minty A. End-of-life issues for Aboriginal patients. Canadian Family Physician 2007; 53: 1459-1465.

33 Lavoie JG, Forget EL, Browne AJ. Caught at the crossroad: First Nations, health care,and the legacy of the Indian
act. Pimatisiwin: A Journal of Aboriginal and Indigenous Community Health 2010; 8(1): 83-100.

34 Health Canada. Your health benefits: a guide for First Nations to access non-insured health benefits. 2012. Available:
http://fnhda.ca/wp-content/uploads/2015/01/nihb_handbook.pdf



35 Chiefs of Ontario. A guide for First Nations in Ontario: navigating the non-insured health benefits & Ontario health
programs benefits. 2013. Available: http://www.chiefs-ofontario.org/sites/default/files/files
/INIHBGuideCondensedJan312013.pdf (Accessed 24 March 2017).

36 Lemchuck-Favel L, Jock R. Aboriginal health systems in Canada: nine case studies. Journal of Aboriginal Health
2004; 1(1): 28-51.

37 Health Canada. Summative evaluation of the First Nations and Inuit Home and Community Care. 2009. Available:
http://www.hc-sc.gc.ca/fniahspnia/pubs/services/fnihcc-psdmcpni/index-eng.php (Accessed 24 March 2017).

38 Health Canada. Evaluation of the First Nations and Inuit Home and Community Care Program 2008—2009 to
2011-2012. 2013. Available: http://www.hc-sc.gc.ca/ahcasc/performance/eval/2013-fni-commun-pni-eng.php (Accessed
24 March 2017).

39 Fruch V, Monture L, Prince H, Kelley ML. Coming home to die: Six Nations of the Grand River Territory develops

community-based PC. International Journal of Indigenous Health 2016; 11(1): 50-74. https://doi.org/10.18357
/ijih111201615303

This PDF has been produced for your convenience. Always refer to the live site https://www.rrh.org.au/journal/article/4317 for the Version of

Record.



