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Abstract

Background Following an earlier mixed-method survey in which we asked stakeholders to report on their
perceptions of the progress made in relation to Canada’s Framework on Palliative Care and Action Plan, the purpose of
this study was to conduct an in-depth qualitative exploration of the factors influencing that progress, or lack thereof.

Methods This was a qualitative interview study conducted in Canada. Inclusion criteria included experience with
palliative care in Canada in a professional or volunteer capacity. Interviews were conducted by telephone using an
interview guide that asked specific questions in relation to the Framework on palliative care priorities (e.g., education,
caregiver support, and equitable access). Data was analyzed using qualitative descriptive methods.

Results Thirty-five diverse stakeholders with extensive experience in palliative care were interviewed. In relation to
palliative education, participants indicated that although there were excellent palliative care resources available across
the country there was further need for embedding palliative care in undergraduate education and for mentored
opportunities to engage in care across diverse contexts. The identification, development, and strategic positioning

of champions was an important strategy for improving palliative care knowledge and capacity. The development

of standard competencies was viewed as an important step forward; although, there was a need to include more
members of the care-team and to create pathways for life-long learning. In relation to support for family caregivers,
even as participants cited numerous community-based resources offered by not-for-profit organizations, they
described significant barriers including a shortage of in-home support, lack of understanding of what caregivers do,
and policy-based contractual and privacy issues. In relation to palliative care access, participants described a nurse-
centered, consult-based, multi-site and multi-provider model of care that was facilitated by technology. Barriers to this
model were systemic healthcare issues of siloed, fragmented, and for-profit care.

Conclusion Participants in this study had clear insights into the factors that would support or impede progress
to the development of palliative care in Canada. Some of those factors were achievable within current health and
educational systems. Other factors were going to require longer term and more comprehensive solutions.
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Background

Between 1995 and 2015, there were no less than 18
national reports with recommendations for improving
palliative care in Canada [1]. However, determining prog-
ress on those recommendations has been challenging
because of the lack of good data about palliative care in
Canada [2]. Based on the limited data available, a 2023
report by the Canadian Institute for Health information
indicated that although more people over the past five
years are receiving palliative care and dying at home,
there are still indicators of poor palliative care overall
and specific barriers to access to palliative care related to
age, geographic area of residence, and disease diagnosis
[2]. On a global level, in a comparison of 81 countries,
Canada ranked 22nd on performance related to quality of
death and dying [3].

There are several factors that make the delivery of high
quality palliative care challenging in Canada. Canada’s
extensive rural geography creates unique challenges for
providing high quality healthcare, including palliative
care, to rural citizens. Further, responsibility for deliv-
ering healthcare lies with the 10 provincial and 3 terri-
torial governments rather than at the federal level. This
can make it challenging to negotiate common national
priorities around common concerns, and historically,
Canada has not had national laws, accountabilities and
deliverables for palliative care. In the 2019 European
Association Atlas of Palliative Care, of the 54 countries
surveyed, 76% had adopted laws to include palliative
care as a mandatory service or human right, and 35 of 51
countries reported having a key leadership position in the
government dedicated to palliative care policies [4]. Only
recently (2017) has Canada taken a similar approach.

An important strategy to improving palliative care
across the provinces and territories of Canada has been
the formation of the Palliative Care Coalition of Can-
ada that includes over 36 partner organizations [5]. In
a recent submission to the Special Joint Committee on
Medical Assistance in Dying [6], this coalition identi-
fied two key weaknesses in palliative care. First, Canada
relies too heavily on private funding in that important
aspects of care are delivered through the voluntary sector
and patients and families incur substantial out of pocket
expenses. Second, there are particular populations at risk
for poor palliative care, including those experiencing
homelessness, those living in rural and remote communi-
ties, and Indigenous persons.

Despite these historic limitations, Canada has now
made important progress in a national approach to pal-
liative care. In 2017, the federal government passed a
Bill calling for a national framework on palliative care
[7]. The Framework on Palliative Care in Canada Act
outlined as a priority goal the improvement of access to
palliative care for Canadians both within community and
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also in institutions such as long term care and residen-
tial hospice. The Act articulated its explicit approaches
to meeting this goal as a framework that: “defines what
palliative care is; identifies the palliative care training and
education needs of healthcare providers as well as other
caregivers; identifies measures to support palliative care
providers; promotes research and the collection of data
on palliative care; identifies measures to facilitate a con-
sistent access to palliative care across Canada; takes into
consideration existing palliative care frameworks, strate-
gies and best practices; and evaluates the advisability of
re-establishing the Department of Health’s Secretariat
on Palliative and End-of-Life Care” (para 2) These goals
formed the guiding direction for a subsequent Frame-
work on Palliative Care in Canada [which we will refer to
as “the Framework”] in 2018 [8] and Action Plan on Pal-
liative Care [which we will refer to as “the Action Plan”]
in 2019 [9].

Using the Framework as a guide, our purpose in this
study was to explore the perceptions of Canadian pal-
liative care stakeholders about the progress in palliative
care since the establishment of the Framework in 2017.
We conducted an online mixed-method survey designed
to evaluate improvements across five domains and 29
items based upon the Framework. The quantitative
survey results, which were published previously, indi-
cated that palliative stakeholders felt the most improve-
ment had occurred in palliative care education, advance
care planning and the use of technology [10]. The least
improvement had occurred in support for family caregiv-
ers, bereavement services, and in-home support [10]. At
the conclusion of that survey, respondents were invited
to participate in an interview to further share their expe-
riences of providing palliative care in the Canadian con-
text. The goal of these interviews was to provide a more
nuanced understanding of data obtained from the survey
and to query study participants about specific innova-
tions. This paper reports on the findings from analysis of
those subsequent interviews.

Methods

Aim, Design, Setting The aim of this qualitative inter-
view study was to explore stakeholder perceptions of the
progress in palliative care in Canada. The research ques-
tion was: What do participants see as the most significant
developments, gaps, and barriers to achieving high quality
palliative care in relation to the national Framework on
Palliative Care priorities?

Participants Inclusion criteria included experience with
palliative care in Canada in a professional or volunteer
capacity. Participants were recruited through an online
survey; 35 of 150 survey participants agreed to be inter-
viewed. Thirty-five persons from across Canada partici-
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pated in an interview. The sample included representation
from diverse stakeholders with extensive palliative care
experience (See Table 1).

Data collection and analysis Telephone interviews were
conducted between December 2021 and February 2022
by BP and a research coordinator (RC) using an interview
guide that had been previously piloted and that asked spe-
cific questions on palliative care priorities in relation to the
national Framework (e.g., education, caregiver support,
and equitable access) (See Table 2). Interviews lasted 30 to
60 min and were digitally recorded, transcribed, checked
for accuracy and entered into N'Vivo™ for analysis.
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The analysis was both deductive and inductive in
approach. Data was first categorized deductively into
categories using the national Framework priorities. Data
within each category was then analyzed inductively
using qualitative descriptive processes [11] and the the-
matic analysis techniques recommended in Interpretive
Description [12]. First, to facilitate immersion in the data,
two team members (BP and RC) read all of the interviews
in their entirety and developed field notes and a sum-
mary of each interview. This process informed negotiat-
ing an initial set of codes, which we subsequently used to
code and organize the interview data set in its entirety.
On this basis, research team members (BP, RC, DW, ST)
collaboratively constructed a thematic narrative account.

Table 1 Demographic Profile of Participants (n=35) Each variable should be highlighted similar to “professional background”

Otherwise the table is too difficult to read

Professional Background N (%)
Nurse 13(37.1)
Other (Chaplin, Executive Directors, Leadership. Doula) 11(28.6)
Physician 5(14.3)
None 3(8.6)
Nurse Practitioner 2(5.7)
Social Worker 1(2.9)
Primary role in palliative care (one or more answers possible)

Specialized palliative care provider (general population) 15(42.8)
Other (Educators, Executive Directors, Spiritual Care, Doula) 9(25.7)
Volunteer 5(14.3)
Non-specialized palliative care provider (e.g., community health nurse, family physician) 5(14.3)
System level decision-maker/leader for palliative care or palliative approach to care 3(8.6)
Researcher 3(8.6)
Education in specialized palliative care orin a palliative approach to care

Yes 28(80.0)
No 4(11.4)
Unsure 3(8.6)

# Years working/volunteering in palliative care

1-4 6(17.1)
5-9 9(25.7)
10-14 6(17.1)
15-19 3(8.6)
>20 11(31.4)
Province/ Territory of Work

BC 9(25.7)
Alberta 4(114)
Saskatchewan 1(2.9)
Manitoba 1(29)
Ontario 12 (34.3)
Quebec 2(5.7)
Nova Scotia 3(8.6)
New Brunswick 3(8.6)
Nature of Geographic Location (one or more answers possible)

Urban (>100,000) 17 (48.6)
Small urban (10,000 to 99,000 population) 11(314)
Rural (< 10,000 population) 3(8.6)

Across all contexts
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Table 2 Interview Guide
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We are interested in learning more about your perceptions of what has changed in relation to the following dimensions of palliative care in Canada

since 2017.
1.What has changed in terms of palliative care education and training?

a) What in your opinion has contributed to these changes and what has been the impact of these changes?
b) Please describe any innovations/improvements in [framework dimension] in your area.

2.What has changed in terms of measures to support family/friend caregivers?

a) What in your opinion has contributed to these changes and what has been the impact of these changes?
b) Please describe any innovations/improvements in [framework dimension] in your area.

3.What has changed in terms of measures to facilitate access to palliative care?
a) What in your opinion has contributed to these changes and what has been the impact of these changes?
b) Please describe any innovations/improvements in [framework dimension] in your area.

Table 3 Themes across the interviews

Education for Healthcare Providers: Developing a robust and skilled health workforce to support sustainable palliative care delivery.

« Embed palliative care into undergraduate preparation

« Provide mentorship and ongoing learning

« Be inclusive with education

- Leverage the impact of palliative champions

- Barriers: Failing healthcare system and practitioner burnout

Support for Family Caregivers: Understanding the unique needs of family caregivers and building greater capacity in communities to meet those

needs.
- Programs offered through not-for-profit

« Barriers: Shortage of home support, lack of understanding of what caregivers do, policies that exclude caregivers
Access to Palliative Care: Ensuring that residents of Canada can access appropriate palliative care according to their level of need.

- Nurse-centered, multi-site model

- Inclusive of all care partners

- Facilitated by technology

« Barriers: economic, social, and system

The quality of data analysis was supported through
deep immersion by two team members in the primary
data set, team members collaboratively constructing and
negotiating the coding, and frequent checking back into
the primary data to ensure that the findings were well
grounded in the data analysis. Throughout the data col-
lection and analysis process, rigor was further addressed
through attention to epistemological integrity, represen-
tative credibility, analytic logic and interpretive author-
ity as recommended within Interpretive Description
research [12]. We also sought to demonstrate contextual
awareness throughout to ensure that the interpretations
we made in relation to data elements were appropriately
aligned with the chronological trajectory that the changes
described by different study participants represented, so
that the observations and interpretations depicted in the
ultimate findings report would resonate with those famil-
iar with the Canadian palliative care context.

Results

Here we describe thematic findings from study partici-
pants with respect to key priorities cited in the Frame-
work [8] and the Action Plan [9], specifically educational
preparation, support for caregivers, and issues of access
(See Table 3).

Education for healthcare providers

Embedding palliative content into the undergraduate
preparation of healthcare providers; providing mentor-
ship and ongoing learning opportunities; being inclusive
with educational strategies; and leveraging the impact of
those who become palliative champions were sub-themes
relevant to education. Participants indicated that best
practices in educational preparation started at the entry-
to-practice level. “We need to embed palliative care train-
ing for everyone who goes to medical school because every
doctor is going to see patients die” (P21) A common find-
ing across the accounts was the belief that medical and
nursing entry-to-practice programs provided far too little
education in palliative care. “It was mandatory for us to
learn how to birth a baby even though I might never do
that in my practice. But there is no mandatory rotation
in hospice or palliative care’ (P24) This meant that the
majority of palliative education needed to be provided
post-graduation and participants indicated that there
were robust post-graduate continuing education pro-
grams to fill this gap.

However, this continuing education often lacked men-
torship and ongoing learning, key requirements for
becoming competent in palliative care. “Webinars are not
equal to competency” (P19) Learners needed structured
mentorship (e.g., fellowships, clinical rotations) in mul-
tiple contexts (e.g., home care, hospitals) that provided
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high quality palliative care to consolidate their knowledge
and skills. “The way our palliative service is structured,
doctors rotate between all services” (P29) Participants
also described locally developed communities of practice
that supported such education. For example, one partici-
pant had started a popular informal gathering in which
participants simply talked about their experiences of
death. Another participant spoke of how integrating pri-
mary care physicians into local hospice care had provided
a degree of mentorship to those physicians that might not
otherwise be available in their independent practices, and
how that mentorship resulted in them being more confi-
dent to manage their patients outside of hospice. “We give
them key information and then they are able to use that
back in their community practice” (P24).

Participants universally advocated for inclusive pal-
liative education that recognized the contributions of
social workers, spiritual care practitioners, death dou-
las, paramedics, volunteers, home support workers,
healthcare aides, and all long term care staff. “In a pal-
liative approach to care we need to be educating house-
keepers, laundry, and dietary.” (P10) In some provinces,
the development of multi-disciplinary competencies was
viewed as a major step forward in this inclusive educa-
tion. “The big thing over the last couple of years has been
around [multi-disciplinary] competencies” (P8) Beyond
these competencies, participants suggested that it was
also important to construct learning trajectories that
develop expertise over time. For example, nurses and
physicians have access to ongoing education that facili-
tates evolving expertise. However, other care partners,
such as personal support workers or care aides, may not
have the same opportunities for ongoing learning. “For
the personal support worker there’s not a lot. Once they
have gone through their training there is little education
that is geared toward them! (P35) In raising this issue,
study participants highlighted the important role that
ongoing learning plays in providing a sense of satisfac-
tion and purpose in one’s role, without which they might
lose interest. “They [healthcare aides] have told me ‘I have
been working in palliative care for years. What is left for
me to do and learn?” (P35).

As they shared their views about the importance of
palliative education, some study participants specifically
cited the importance of recognizing and developing pal-
liative care champions. “It’s far more than just a job for
us, it’s far more than just a job.” (P3) Participants rec-
ognized that it is often the champions who ensure sus-
tainability. “You need champions who will continue this
conversation...not only in educating the community but
in accessing palliative care” (P33) For example, one par-
ticipant told a story of a healthcare aide whose excellent
therapeutic ability with patients and families at end of
life inspired an entire unit toward better care. “She was
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unique. So, people would look to her when someone was
dying. She would just do it whether she was on shift or
not” (P34).

The major barriers to this vision of an educated and
mobilized care team were what was perceived to be a
failing healthcare system and practitioner burnout. Par-
ticipants spoke of healthcare provider resignations and
turnover which meant that their hard-won educational
initiatives were wasted and they had to begin again with a
new workforce. “The turnover rate at the hospital is high.
So once those nurses retire or quit there are no mentors to
educate” (P11) Many of the participants expressed deep
regret around physician and nursing shortages, both in
primary and institutional care, that no amount of pallia-
tive education could overcome.

Support for family caregivers
Even as participants described many programs offered
within the not-for-profit sector to support family and
other social network caregivers, they also described
important barriers to realizing optimal support for
these caregivers across the continuum of care contexts.
Participants affiliated with hospice described a range of
programs designed to support caregivers both through
focusing on the caregivers themselves and through public
education. These programs included day hospice, respite
care, educational programs for family caregivers on how
to provide hands on care, and grief and bereavement sup-
ports. Hospice societies in particular were acknowledged
by participants for moving care upstream and outside of
the boundaries of what would traditionally be consid-
ered palliative care in ways that would indirectly support
caregivers. For example, participants described friendly
visiting programs for those who were lonely and isolated,
volunteer navigation programs for those who needed
assistance with finding resources, programs designed to
serve the needs of those living with intellectual disabili-
ties, and grief programs for children in schools. Along-
side these existing initiatives, participants spoke of how
important it was for family caregivers to have some sort
of guide, a consistent individual who helps them to know
what is available, to provide respite, and to help them
navigate the complex bureaucracy that typifies modern
healthcare. “It would be helpful to have some sort of hub
or navigator role staffed by people who could help them
navigate the system, and help us working in the system.
It’s confusing and there is so much we don’t know? (P27)
What was apparent across these interviews was that ini-
tiatives supporting family caregivers were happening
primarily within the community-based, not-for-profit
sector.

Participants described three main barriers to adequate
caregiver support: a shortage of available in-home sup-
port, lack of understanding about what family caregivers
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do on a daily basis, and policies that exclude caregivers.
The first barrier reflected inadequate numbers of home
support workers and community nurses to assist with the
day to day needs of caregivers providing care at home.
The number of hours of support available to family care-
givers varied significantly across the country. However,
even in those jurisdictions where caregivers were allotted
a sufficient number of hours of in-home support, there
was no guarantee that there were enough home sup-
port workers to fulfill that commitment. “/After COVID]
Canada has now discovered what a personal support
worker is and that there aren’t enough to go around. (P2)
Participants described how these home support worker
shortages often meant that family caregivers were forced
to have their family member admitted to an institution
for care even if they were willing to continue with care
at home. Further, the time available for home care nurses
to teach and support family caregivers was described as
insufficient. “{Community] nurses do not have the time
and support to do that because they are pulled in so many
different directions. It’s a whole other level of moral dis-
tress because they cannot give the care they recognize that
families need. (P7)

A second barrier described by participants was a lack
of understanding of the work that palliative family care-
givers do. They described the stigma that caregivers face
because the public does not want to think about the work
that they do and a lack of understanding even on the part
of healthcare providers about what their day to day and
long term caregiving commitment entails. “It is heart-
breaking going into homes where the person is dying. Their
family members are stressed. Yes, we can do caregiver
support but they have been stressed for five years? (P26)
Participants described how a misunderstanding of care-
giver work can result in physicians discharging patients
to home without considering whether a caregiver can
actually complete the requisite caregiving tasks. They
explained how the needs of caregivers are rendered invis-
ible within our systems, and hence, not addressed in the
day to day care planning for patients. “It’s terrible. There’s
just so little care available for families who want to sup-
port their family member at end of life. Like, it's just ter-
rible. I think society could do more’ (P19).

The third barrier cited were policies that excluded
caregivers from professional services. For example, a
physician described being unable to complete routine
caregiver assessments outside of a formalized provider/
patient relationship. "Historically, we had tools where we
could do grief assessments and things like that on family
members but now you have to have a consent from a fam-
ily member because you are doing an assessment on them?
(P8) In a related example, a healthcare provider described
having to close an effective family follow-up and bereave-
ment program when a family member launched a
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complaint suggesting that contacting them for follow-up
entailed a breach of their privacy. Another community
care provider described how, as an employee of a health
region, they were not allowed to follow up with family
after the death of a client. “We see bereavement in mis-
sion statements, but there is not a lot of bereavement care
actually being provided.” (P33).

Access to palliative care

Participants in this study had a common vision for what
worked best in providing good access to palliative care,
particularly for those living in rural areas of the country.
This included a model that was nurse-centered, consult-
based, multi-site, inclusive of all contributors to care, and
facilitated by technology. A nurse-centered model was
cited most frequently as the one that held the most prom-
ise for building palliative care capacity. “We have devel-
oped a staffing model...and we call it a nurse-centered
program.” (P8) In this model, expert palliative care nurses
are the frontline care providers who act as team coordi-
nators and serve as the main point of access for patients
and families across the care continuum. They also have
the ability to triage patients and families in relation to
whether they require specialized palliative care. “They
have their palliative certification and they screen every
patient and liaison with the family doctor and then pull
us [palliative physician] in to help with the more complex
stuff” (P8) Participants recalled a time when such nurse-
led models were the norm in community care. Com-
munity nurses who specialized in palliative care became
highly knowledgeable because they worked exclusively
with that population in the home. However, in multiple
jurisdictions, study participants described policy changes
that required nurses to become community general-
ists and so their palliative expertise had become diluted.
“Now I'm seeing someone that needs palliative care, then
after that I am going to see someone with MS, and then
someone with an ostomy, and someone with dementia,
and someone with a wound. And there is no way one indi-
vidual can be good at all of those things” (P2).

Second, a model that maximized access needed to be
consult-based rather than one in which the specialist pal-
liative physician became the primary care provider. The
physicians we interviewed recommended that it was
important to think carefully about optimal palliative phy-
sician population ratios and to be strategic about when
and how consultations should occur. For example, the
palliative approach to care, in which patients on a dying
trajectory are identified and supported early, is best prac-
tice. However, this should not mean referral to a special-
ist palliative physician because of the impact that would
have on their caseloads. “In some places, as soon as you
are diagnosed with metastatic disease you are referred
to palliative care for symptom management, even if your
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prognosis is a year or longer. And we don’t really operate
that way. It’s supposed to be within the last six months
unless they have difficult symptoms. Given our caseloads
that’s how we have to do it.” (P29) Physicians indicated
that being strategic about when to make the referral was
important in ensuring that there was adequate capacity
for care. However, this consult model had drawbacks. A
number of participants expressed concerns about fur-
ther fragmenting an already fragmented system. This was
why the nurse-centered model was seen as important.
“We have a strong nursing component to our program so
when patients are first admitted into the palliative care
program, they're attached to a community nurse and that
nurse is always the same point of contact”” (P29).

Third, participants described how important it was to
think of access to palliative care in all sites of care includ-
ing home, long term care, residential hospice, and acute
medical in-patient units. This meant creating atmo-
spheres conducive to palliative care across contexts. “You
only have one chance to die. I want a palliative person to
be in a quiet environment with higher nursing ratios and
soft music, not on a floor that is nothing but noise” (P25)
Participants provided examples of how long term care
contexts had been transformed to provide high quality
care of the dying. These practices included procedures
and rituals for patients, family, and staff that were both
humanizing and dignifying. “People were excited when
that person was born and all their family were there. We
asked ourselves, ‘what could we do to have that same idea
for when they die?” (P34).

Fourth, participants advocated for improving access
through meaningful involvement of the entire circle of
care including social workers, spiritual care providers,
death doulas, volunteers, paramedics, and ultimately the
public. “We are seeing palliative care as more of a circle of
support as opposed to a medical program” (P26) Almost
every participant remarked on having witnessed major
gains in public awareness about palliative care. “We are
in a time period where people are less death denying than
ever before” (P24) However, they also acknowledged that
the practical processes through which to engage the pub-
lic and the full circle of care were not necessarily avail-
able. There were exceptions such as the implementation
of whole community palliative rounds in one jurisdic-
tion in which all care team members, including paid
and volunteer carers, were brought together regularly
to communicate about how to best serve patient needs.
An innovation described by participants was the involve-
ment of paramedics in the palliative care team. This
model, which is expanding across Canada, draws upon
paramedics to provide urgent in-home palliative treat-
ment. One paramedic participant who had been involved
with this innovation indicated the scope of the change
it represents. “This is a massive change in relation to my
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profession. So, thousands of paramedics now get palliative
care training when before there was nothing.” (P18) From
the perspective of many of our study participants, this
seems a feasible and pragmatic solution to the challenges
of providing family caregiver support and symptom man-
agement outside of “regular” hours.

Finally, participants described the emerging role of
technology in facilitating better communication among
palliative team members, and therefore creating a higher
quality palliative care for patients. Communication
among providers was widely recognized as a longstand-
ing problem. “It’s the lack of communication across all sec-
tors. It doesn’t serve the patient well” (P35) As an example
of a technological innovation, one participant described
a secure phone-based application that allowed them to
consult with one another in real time. “You can actually
use names and bring as many people into the conversation
as you need to and it’s done really quickly? (P35) Oth-
ers described the increasing use of virtual consultations.
However, although virtual consultations enabled health-
care providers to stay in closer touch with patients and
family, some participants wondered whether the virtual
context led family caregivers and patients to downplay
developing problems. For many, in-person interactions
seemed the optimal context in which healthcare provid-
ers were able to identify developing problems and inter-
vene before they became crises.

Barriers to palliative care access described by partici-
pants were economic, social and system factors. Partici-
pants, particularly those in the hospice, long term care,
and community sectors, described the effects of priva-
tization on a system that was already struggling. They
suggested that, once profit became a primary motivator,
there was too much temptation to create a lean system
that was unable to accommodate the changing needs of a
vulnerable population. In long term care and community
settings this was manifest in low staffing numbers, heavy
workloads, and insufficient preparation for healthcare
providers to do their assigned role well. “We talk about
person-centered care but really the care is about who-
ever gets the contract. It’s all business, right? I don’t think
I realized to what degree medicine is influenced by busi-
ness until the last few years, which is kind of disappointing
to say the least, and it’s morally distressing. (P19) Further,
despite the important services that hospice societies pro-
vide for patients and family caregivers, they struggled to
sustain funding for that work. “We're too small of a hos-
pice to do much outside of fundraising. We struggle to keep
our lights on”” (P5).

Social barriers often arose as a result of these economic
barriers. For example, residential hospices that were
built through community fund-raising but then oper-
ated through public and/or private partnerships demon-
strated unique social tensions. Participants contrasted
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the philanthropic spirit that had built the facility with the
for-profit business model that was adopted to run it. As
one participant described it: “It’s a bit like being occupied
by a foreign army. They are here in our building that we
paid for and they’re operating a program and telling us
what to do inside that building” (P4) Other social barriers
included inequitable access for populations made mar-
ginal within our society. “So, the system seems to be built
with a certain person in mind, a fairly financially well off,
medically literate, educated, English-speaking patient”
(P27) Persons from visible minority communities for
whom English was a second language were particularly
at risk for poor access to palliative care. “There are peo-
ple who are racialized who don’t get good palliative care
because they don’t know how to ask for services” (P2) They
recognized that inhabitants of rural and remote commu-
nities in Canada are also underserved. “One of the hardest
things I see as a physician is knowing that my patient who
lives rurally will not get the same access to palliative care
as my patient who lives in town” (P21).

System level barriers described by our study partici-
pants were twofold: the siloed nature of healthcare and
the variability in services even within health regions. Par-
ticipants described how the siloed nature of healthcare is
exacerbated when the circle of care crosses both profes-
sional and community not-for-profit and for-profit sec-
tors. “The [private] long term care homes have an objective
and that is to make money. And so, you are not neces-
sarily getting someone that has a lot of experience and
you're getting a lot of fragmented care” (P2) Participants
from hospice described the silos between volunteer and
professional services, specifically describing how little
healthcare providers often knew about voluntary contri-
butions to a palliative approach to care. Without stronger
integration across these sectors, patients had difficulty
navigating the system and gaining the information and
support they needed. This made for difficult patient tran-
sitions across healthcare contexts. One participant lik-
ened these transitions to patients “falling off a cliff” (P18)
Finally, study participants confirmed how powerfully
access to palliative care services can be affected depend-
ing on which healthcare region the patient resides within.
“The line between the health regions crosses a particular
street, someone who lives on one side of the street is going
to get different healthcare than someone who lives on the
other side (P21).

Discussion

Findings from 35 palliative care stakeholders provided
important insights both about how to provide better
access to palliative care, and perhaps more importantly,
about the practical barriers that were hindering the real-
ization of that vision. Participants described three key
approaches that could be used by decision-makers to
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help realize the goals set forward in the Framework [8]
and in the Action Plan [9] for palliative care in Canada:
developing competent palliative champions, optimiz-
ing palliative care organization in the face of workforce
shortages, and supporting family caregivers strategically.

Developing competent palliative champions

Participants believed that comprehensive palliative
education has yet to be properly integrated into under-
graduate health professional preparation, a finding that
has been supported in other studies. A survey of under-
graduate medical education in Canada indicated that
rotations in palliative care were only required in two of
the schools surveyed, and in the 2015/2016 graduating
class only about 30% of undergraduates had completed
clinical rotations in palliative care. This percentage was
an improvement over 2011/2012, where only 13.6% had
palliative clinical rotations [13]. Ongoing surveys will be
needed to confirm whether that trend has continued,
or whether recent challenges in the healthcare system
may have compromised it. Likewise, a survey of under-
graduate nursing education programs in Canada (n=24)
indicated that palliative and end of life competencies
were addressed in all programs but most commonly the
knowledge was threaded throughout existing courses,
therefore difficult to quantify with any accuracy [14]. In
their five-year progress report on the Framework and
Action Plan, Health Canada similarly highlighted the
need for increased education and mentorship for health-
care provider students [15].

Participants further recognized that theoretical educa-
tion was simply insufficient to create confident palliative
care practitioners and champions. Relying solely on edu-
cation to solve long-standing issues related to palliative
has frequently been acknowledged in the literature as a
problem [16, 17]. The difficulties in definitional aspects of
palliative care, it's multi-disciplinary and holistic nature,
and the range of settings within which it is provided
make for a complex educational process [18]. Therefore,
goals associated with educating practitioners cannot be
considered apart from the contextual factors that support
or inhibit practitioners from applying what they have
learned. For example, a great deal of evidence has been
generated in the last few years about implementing a pal-
liative approach in long term care. We know that educa-
tion alone cannot ensure a palliative approach to care in
environments characterized by high acuity, chronic staft-
ing shortages, high patient to staff ratios, and little time
available for patient psychosocial support [19]. Adapta-
tions for various contexts and needs will have to be con-
sidered to ensure that the outcomes of such education
include confidence and a commitment to the advantages
of a palliative approach to care.
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We suggest that the perceived relationship between
palliative education and the development of palliative
champions seems an important finding. A number of the
participants described their passion for this care and the
sense of calling that had persisted over a career trajec-
tory. This importance of palliative champions has been
identified in the literature [20—22]. Although the role of
the champion is not always well defined [23] and cannot
always be mapped to improved outcomes [24], this would
suggest that it is not just about educating those involved
in palliative care but also about using that education to
identify those who might become the champions for care.
On that basis, we would need to develop them further
into clearly defined palliative leadership positions that
can be sustained over time.

Optimizing palliative care organization

A theme across the data was the healthcare workforce
shortages and its subsequent impact on palliative care.
The shortage of family physicians, home care nurses, and
home support nurses was cited as particularly acute. In
2019, 14.5% of Canadians did not have access to a regular
healthcare provider [25]. In 2022, the nursing shortage in
Canada has been referred to as a “national emergency”
with nurses accounting for 45% of all job vacancies within
health [26]. In light of these shortages, the goal of a palli-
ative approach to care embedded within the primary care
system will be difficult to achieve unless this underlying
problem is addressed.

Nevertheless, participants in this study had a shared
vision of a model of care designed to maximize pallia-
tive care capacity. Physicians we interviewed spoke of the
importance of having an expert palliative nurse as the
point of contact for patients and family who could then
coordinate and connect the multi-disciplinary team.
This nurse would perform an important role in identi-
fying which patients required specialized palliative care
and which could be managed within the primary care
system. This would mean that specialized palliative phy-
sician time could be used for maximum impact. This
finding is particularly important for rural areas, where
physicians who have advanced preparation in palliative
care often also have their own family practices [27, 28].
However, such a nurse-centered model may be difficult
to implement in rural settings simply because there may
be insufficient numbers of palliative patients to justify a
dedicated palliative nurse. Research in rural areas in Can-
ada has demonstrated the importance of expert palliative
nurses in building capacity for care and the importance
of using them strategically [29]. This model differs from
some current work force policies that require every com-
munity nurse to work as a generalist. On the basis of our
findings, it would seem that these palliative champion
nurses might well take on other patients in community,
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but their workloads may require flexibility so that those
nurses who have an interest and expertise in palliative
care are deployed to care for that population as needed,
and can follow them across contexts in a consult model.

The other necessary component for excellent palliative
care access according to our study participants is seam-
less and timely communication among team members.
Whole community rounds are an important innovation
in connecting the palliative team across rural and urban
contexts [30]. The use of technology to communicate in
new ways was also highlighted by participants as par-
ticularly important, an innovation that developed rap-
idly through COVID. For example, the development of a
phone-based application that allowed rapid and private
communication between team members was seen as par-
ticularly helpful.

Supporting family caregivers strategically

In our recent survey of stakeholder perceptions of
improvements in palliative care, the aspect in which the
least improvements had happened was in support for
family caregivers, including respite, bereavement ser-
vices, and in-home support [10]. Health Canada simi-
larly identified the importance of enhanced support for
family caregivers in the home as an important action
plan based upon their five-year review of progress on
the Framework [15]. A recent scoping review on sup-
port for informal caregivers identified the importance of
psych-social-spiritual, financial, educational, and indirect
patient support for these important care partners [31].
Participants in this study who worked with not-for profit
hospice societies described a wealth of programs to pro-
vide practical help to family caregivers and to support
them into bereavement. However, these programs are
often limited by capacity. For example, a recent study of
hospice societies in British Columbia indicated that 83%
of these societies served caregivers and 88% served griev-
ing family members or friends. In 2018, the average num-
ber of clients served per month over the 47 organizations
reporting was 9,790. Despite these substantial contribu-
tions, they reported the majority of their revenue com-
ing from grants, donations, and fund raising. Their two
greatest needs were for education and training (65%) and
fund development (56%) [32]. This is the essence of the
challenge highlighted by the Palliative Care Coalition of
Canada when they suggested that too much rests upon
the volunteer sector [6]. Strategic support of selected
programs aimed at family caregivers would help to boost
capacity in the not-for-profit sector. Further, there is a
clear need for policy work to ensure that family caregiv-
ers are seen as relevant partners in care without having to
become patients. The Canadian National Seniors Strategy
recommends conducting individualized needs assess-
ments for all caregivers [33]. Finding ways to conduct
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these assessments as a part of routine care seems of criti-
cal importance. As family physicians are often the pri-
mary point of care for family caregivers, removing policy
barriers to conducting those individualized needs assess-
ment should be an important consideration.

Strengths and limitations

There are limitations that should be considered when
evaluating the results of this study. We recognize that,
although the sample represented considerable diversity
of health profession, role in palliative care, geographic
location and context as well as extensive palliative care
experience, the number of stakeholders who partici-
pated represented a relatively modest sampling of all pos-
sible perspectives. Further, because the interviews were
conducted while COVID was still impacting healthcare
environments, the findings must be viewed within that
context. Despite these limitations, a strength of the study
was that those who participated demonstrated a clear
vision, from multiple angles, for the developmental of
palliative care in Canada. In this way, they lend credence
to the vision and ongoing action priorities articulated in
Health Canada’s five-year report on the Framework and
Action Plan [15] and provide many relevant insights with
respect to the central role that nursing can play in real-
izing this vision.

Conclusion

Findings from this study provided important insight
with respect to strategic and policy oriented approaches
to enhancing palliative care in Canada. Although it is
important to ensure robust palliative care education for
healthcare students, it is equally important to ensure
that workplace contexts allow healthcare professionals
to enact high quality palliative care. In particular, our
findings demonstrate clear mechanisms through which
enhancing palliative care access can be achieved through
advancement of more robust and strategic nursing roles.
Although this study did not explicitly feature reflections
on access to palliative care for populations on the mar-
gins, it seems reasonable to assume that their access to
palliative services could also be enhanced by strength-
ened capacity within the groups of nurses whose practice
is closest to their care. Some of these findings, such as
how to organize palliative care and develop champions,
seem eminently achievable within current health delivery
and educational systems. Other findings, such as acute
workforce shortages, will require longer term and more
comprehensive solutions.

How to further enhance support for family caregiv-
ers, who are arguably the backbone of the palliative care
system, seems less clear. Providing sustainable funding
to organizations that provide innovative programs for
family caregivers seems an important policy direction.
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However, the greatest challenge constitutes deciding
where they fit into the overall system. On the basis of
what we have learned through this study, it is apparent
that a strategic and policy-oriented approach is required
so that the capacities of both the paid healthcare system
and the not-for-profit system are leveraged to close gaps
for these essential care providers. Once such mechanisms
have been worked out, nursing seems ideally positioned
to play a meaningful role in both supporting patients
and families and expanding access to palliative care
approaches across all of the relevant health care sectors.
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