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Abstract

Background In 2021, the National Institute of Public Health (INSPQ) (Quebec, Canada), published an update of
the palliative and end-of-life care (PEoLC) indicators. Using these updated indicators, this qualitative study aimed
to explore the point of view of PEoLC experts on how to improve access and quality of care as well as policies
surrounding end-of-life care.

Methods Semi-directed interviews were conducted with palliative care and policy experts, who were asked to share
their interpretations on the updated indicators and their recommendations to improve PEoLC. A thematic analysis
method was used.

Results The results highlight two categories of interpretations and recommendations pertaining to: (1) data and
indicators and (2) clinical and organizational practice. Participants highlight the lack of reliability and quality of the
data and indicators used by political and clinical stakeholders in evaluating PEoLC. To improve data and indicators,
they recommend: improving the rigour and quality of collected data, assessing death percentages in all healthcare
settings, promoting research on quality of care, comparing data to EOL care directives, assessing use of services in
EOL, and creating an observatory on PEolLC. Participants also identified barriers and disparities in accessing PEoLC
as well as inconsistency in quality of care. To improve PEoLC, they recommend: early identification of palliative

care patients, improving training for all healthcare professionals, optimizing professional practice, integrating
interdisciplinary teams, and developing awareness on access disparities.

Conclusions Results show that PEoLC is an important aspect of public health. Recommendations issued are relevant
to improve PEoLC in and outside Quebec.
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Background

The World Health Organization [1] defines palliative
care as “an approach that improves the quality of life
of patients (adults and children) and their families who
are facing problems associated with life-threatening ill-
ness. It prevents and relieves suffering through the early
identification, correct assessment and treatment of pain
and other problems, whether physical, psychosocial
or spiritual” Even if palliative care should be integrated
earlier in the illness trajectory, in this study the term
Palliative and End-of-Life Care (PEoLC) represent the
palliative care offered in the advanced stages of illness
and at the end-of-life. In 2015, the Quebec government
(Canada) passed The Act Respecting End-of-Life Care,
which recognized the importance, for all Quebecers, to
have access to good quality palliative and end-of-life care
for the entire territory. A commission, composed of 11
government-appointed experts, was mandated to exam-
ine the status of palliative care in the province. In their
first annual report, the commission concluded that a lack
of reliable data and indicators made it difficult to get an
accurate depiction of the current state of palliative care
in Quebec [2]. In 2006, the National Institute of Public
Health (INSPQ) published a report assessing 10 PEoLC
indicators, using administrative data from 1997 to 2001
[3], since then these indicators weren’t properly assessed
and monitored.

A two-part research project carried out jointly with
the INSPQ was undertaken to respond to the lack of data
and to suggest ways to improve PEoLC. Using adminis-
trative data from 2002 to 2016, the first part of the study

Table 1 Participants'interpretations and recommendations
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(quantitative) led to the publication of a report assessing
8 PEoLC indicators [4] and an article recently published
[5] While indicators based on administrative data are
useful to assess PEoLC on a populational-level, they are
best used when combined with other methods of mea-
surement, such as qualitative data. Consulting key actors
and experts is central to assess the validity and useful-
ness of PEoLC indicators and can lead to an increase in
their acceptance and perceived validity among the pallia-
tive care community [6]. Therefore, this article presents
the results of the second part of the study (qualitative)
aimed at interpreting and issuing recommendations on
the PEoLC indicators.

The indicators assessed from 2002 to 2016 (Appen-
dix 1) relate to the place of death, emergency room (ER)
use, hospitalization, and care received at the end of life
[4, 6]. The indicators targeted patients of varied biological
sex, age, illness trajectories and place of residence, who
would likely have benefited from palliative care prior to
death. The three illness trajectories referred to: terminal
illness (Trajectory I), organ failure (Trajectory II) and
frailty (Trajectory III). From 2002 to 2016, the number
of patients who would likely have benefited from pal-
liative care prior to death increased (+15.3%). Home
deaths increased non-significantly (+1.4%), accounting
for less than 10% of total deaths in 2016. Deaths in resi-
dential and long-term care facilities increased (+4.51%),
representing a quarter of the total deaths in 2016. These
numbers were associated with an increase in Trajectory
III patients, who died predominantly in these settings.
Deaths in palliative care homes rose threefold (3-9.8%),

Participants’ interpretations (I) and recommendations (R)

Regarding data and 11
indicators R1

R2

R3
R4
RS
R6
R7
Regarding clinical and organizational practice 13

R8
R9

R10
R11

R12

Lack of reliability of the collected data

Improve the rigour and quality of the collected data
Assess death percentages in all healthcare settings
Lack of data and indicators assessing the quality of care
Promote research on quality of care

Evaluate care intensity and continuity

Compare data to EOL care directives

Assess the use of ER in EOL

Create an observatory on PEolLC

Existence of multiple barriers to palliative and EOL access
- Three-month or less prognostic

- Late referrals due to scarcity of beds

- Lack of public awareness

- Healthcare professional reluctance

Early identification of palliative care patients

Better training on PEoLC

Inconsistent and substandard quality of care

Better integration of the whole interdisciplinary team
Optimization of professional practice

Disparities in care

Develop awareness on disparities and vulnerabilities in PEoLC
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while remaining nearly exclusive to Trajectory I patients.
General and specialized care hospitals continued to be
the leading place of death, especially for Trajectory II
patients (67%), but deaths there decreased (65.9-53.1%).
In acute care beds with no palliative care, deaths dipped
(39.7-21.4%) while Trajectory II patients remained over-
represented. Trajectory II and III patients were less likely
to receive palliative care in hospitalizations leading up
to death. Moreover, 42.2% of patients who would likely
have benefited from palliative care prior to death visited
the ER at least once in their last two weeks of life. This
was higher in Trajectory II patients (52.6%) and lower
in Trajectory III patients (20.9%). Furthermore, 14.4%
of patients visited the ER on the day of their death, 8.4%
of them died or had their death declared in the ER, and
resuscitation acts were attempted on 25% of them. Inter-
regional variations were observed regarding ER use at the
end of life and in palliative care received during hospital-
izations leading up to death.

The aim of this qualitative study was to better under-
stand how the proposed indicators reflect the reality of
PEoLC in Quebec while issuing recommendations to
improve data and care at the end of life.

Methods

Design

An exploratory design was used to engage with the pal-
liative care community [7], such as healthcare profession-
als, service planners and policy actors, to ensure better
understanding and use of administrative data in PEoLC.

Sampling and expert identification

Sampling was informed by a snowballing approach,
where experts were identified by members of the
research team and other experts based on their profes-
sional experience with PEoLC or policy making in Que-
bec (Canada). To gain a sense of regional variations in
data, experts from different regions were invited. Since
PEoLC are interdisciplinary in nature, attention has been
paid to the disciplinary background and workplace of
the experts approached for the interviews. This sampling
strategy was pursued until data saturation, i.e. redundan-
cies in the themes of the analysis.

Data collection

The first author [EA] conducted semi-directed interviews
with nine participants. Prior to the interview, an Excel
spreadsheet summarizing the updated PEoLC indicators
assessed from 2002 to 2016 was sent to all the partici-
pants. Each interview lasted approximately 60 min and
was audio recorded to ensure an integral transcription.
These interviews were conducted in person or by phone,
in a place and time of choice of the participants. During
the interviews, participants were first asked to share their
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interpretation of the data and indicators as well as com-
pare this information to what they observe in their field
or practice. They were also asked to offer recommen-
dations to improve PEoLC in Quebec (interview guide
available as Supplementary File 1).

Data analysis

Each interview was coded independently by a student
and the first author [EA] using thematic analysis [8]. Each
unit of analysis (i.e. sentences on the same subject) was
coded using a word or group of words related to the com-
ment made by the participant. The codes shaped a the-
matic tree that was used to code the next interviews. The
codes from each interview were compared to identify
similarities and differences. Common codes were gath-
ered in more comprehensive themes and are presented in
this article. Excel was used as a qualitative data analysis
tool [9].

Results

A total of nine interviews with PEoLC experts from dif-
ferent disciplinary fields including medicine, nursing,
social work, pharmacy, and policymaking. They reside
in four different regions of Quebec, regional and urban
settings, helping us reach a broader description of the
PEoLC reality in the province. They worked in varied set-
tings including university, hospital, long-term care, hos-
pice and home care. Most of them also had experience in
research or teaching, therefore were comfortable with the
research process and understand how to read large data
set and indicators.

The analysis of the interviews leads to themes per-
taining to participants’ interpretations (I) regarding the
updated PEoLC indicators, as well as their recommenda-
tions (R) to improve accessibility and quality of PEoLC
in Quebec. These interpretations and recommendations
were regrouped into two main themes, regarding: (1)
data and indicators and (2) clinical and organizational
practice. The results are summarized in Table 1.

Data and indicators

The first theme regards the quality and reliability of the
PEoLC data and indicators as well as the lack of data
regarding quality of care.

Participants addressed the lack of reliability in data col-
lection from administrative databases (I1). They argued
that data collection and entry methods differ by pro-
fession, care setting, and region, making it difficult to
draw reliable conclusions from an administrative data
set alone. For example, one participant brought up that
ER deaths may be declared as home deaths if the death
occurred less than 24 h after ER admission, this prac-
tice was not the same in other regions. Another partici-
pant described that many palliative care consultations
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are entered in databases but never take place because
patients die while waiting for the consultation. Such
practices could have a distorting effect on data and make
it inaccurate for research or monitoring purposes.

Participants thus recommended improving the rigour
and quality of PEoLC data (R1). Knowing that the Que-
bec government closely tracks some indicators (e.g. home
death), participants expressed that data collection must
be systematic, transparent, and independent of manage-
ment and accountability agreements. They also stressed
the need for the government to assess death percentages
in all healthcare settings, not only in the home care con-
text (R2). Even if dying at home is a common idea of what
constitutes a “good death’, there are many reasons why
all deaths do not or cannot occur at home. Therefore, the
percentage of home deaths alone is not an indicator of
palliative care access or quality.

All participants criticized the lack of data and indica-
tors measuring the quality of care provided (I12), without
which it is impossible to truly assess PEoLC in Quebec.
Participants expressed the need for data assessing the
amount of care received, and its efficacy in addressing
patients’ physical, psychological, and spiritual needs.
Moreover, they disagreed with solely using the number
of home deaths to assess at-home palliative care. They
argued that patient preferences regarding the place of
death, caregivers’ needs, as well as the amount and qual-
ity of at-home palliative care, needed to be assessed
alongside this indicator.

To encourage the assessment of PEoLC quality, par-
ticipants recommended more research on quality of
care (R3), such as retrospective and prospective stud-
ies on medical records, and qualitative research explor-
ing patient and family perspectives on quality of care.
Another recommendation was to evaluate care inten-
sity and continuity of care (R4): beyond the number of
services, the monitored indicators should focus on the
appropriateness, intensification, and continuity of ser-
vices offered at the end of life. Cross-referencing PEoLC
data to medical directives (R5) was also recommended, as
care can be considered of good quality when it meets the
end-of-life wishes laid out in patients’ medical directives.
Additionally, the number of and reasons for ER visits at
the end of life should be added to the list of government-
monitored indicators in Quebec (R6) as differentiating
preventable from non-preventable visits would help iden-
tify weaknesses in service quality and continuity, particu-
larly at-home PEoLC.

Finally, to encourage the development of more reliable
and thorough PEoLC data and indicators, participants
recommended that the government create a national
end-of-life observatory (R7), an independent body whose
mission is to support data-based decision making. They
argued that an observatory would ensure continuous
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access to and transparency of data as the palliative care
context evolves and would shed light on data weaknesses,
stimulating more data collection efforts.

Clinical and organizational practice

The second theme regards the issues inherent to clinical
and organizational practice that reduces access, quality,
and equity in PEoLC.

Comparing the data in the three illness trajectories (I, II
and III), participants named barriers in accessing PEoLC
in care settings. Among others, they mentioned that
early integrated palliative care is misunderstood, which
mainly affect Trajectory II and III patients, owing to their
uncertain prognosis and slower evolution towards death.
Another barrier to the early integrated care mentioned
by the participants is the three-month-or-less require-
ment for accessing many palliative care services, such
as at-home palliative care, hospital palliative care units,
and palliative care homes (hospices). Some participants
also discussed how palliative care units, functioning with
limited resources and scarce beds, often put pressure on
clinicians for late referrals to limit the length of stay of
each patient. Meaning that patients are transferred later
and later in their illness trajectories, reducing the abil-
ity to adequately support and relive suffering. Resulting
in the reinforcement of the belief that palliative care is
offered only at the end of life. Participants also believed
that access to care is hindered by lack of patient aware-
ness of what constitutes palliative care. According to
them, patients are often unaware of documentation
such as advance care planning, and little effort is made
by healthcare professionals to discuss this documenta-
tion. Participants also argued that healthcare profession-
als, such as physicians and nurses, are often reluctant
to discuss PEoLC with patients and their families. They
may struggle to determine the appropriate time to stop
curative interventions, especially when a patient’s condi-
tion is chronic and not traditionally associated with pal-
liative care, such as in Trajectory II patients. Participants
believed that such barriers could explain the data related
to the decreased amount of time spent in palliative care
services prior to death (7 days in 2002 to 3 days in 2016),
as well as Trajectory II and III patients’ limited access to
PEoLC services compared to Trajectory I patients.

To address these barriers, participants notably recom-
mended the early identification of palliative care patients
(R8). Identification tools should be developed and imple-
mented to improve early identification, regardless of ill-
ness trajectory. Participants also argued that healthcare
professionals should receive better training regarding
palliative and end-of-life care (R9). They argued that
with the aging population and the increase of chronic
diseases, palliative care teams can’t be the sole caring
for the patients living with serious illnesses. Participants
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suggested that mandatory palliative and end-of-life care
classes should be added to every healthcare curriculum
to ensure a minimum skillset. They also suggested that
overall public awareness about palliative care should be
raised to improve shared responsibilities on access to
these services. Moreover, they recommend setting up an
interdisciplinary team in every care setting (R10), with
high-level palliative care competencies, to support the
other care teams.

Once accessed, care quality is often inconsistent and
even substandard, the participants argued. Poor quality
was mainly described in at-home palliative care, which
participants attributed to lack of funding and human
resources in community care settings. Participants
claimed that limited resources forced at-home palliative
care professionals to spread out and shorten their visits,
leading to a more biomedical approach that leaves out
the psychological, spiritual, and social dimensions of pal-
liative care. Some participants also claimed that nurses,
involved in at-home palliative care, couldn’t exert their
full scope of practice and lacked professional autonomy
when intervening with patients. It was believed that the
substandard quality of at-home palliative care could
help explain the high use of the ER at the end of life, as
patients are referred or turn to the ER for acute health
issues that at-home palliative care fails to address. Con-
cerns were expressed about “palliative” patients being
placed in medical-surgical units following a recent
reform in Quebec healthcare. Participants argued that
these units were inappropriate for the dispensation of
PEoLC among other things because of their high nurse—
patient ratio, which don’t allow for the consideration of
patients’ psychosocial and spiritual needs and because
of the lack of training of the healthcare professionals in
palliative and end-of-life care. Participants believed that
Trajectory I patients encountered fewer quality issues in
palliative care, as they had access to more resources and
received better follow-up, given that their illness trajec-
tory is more certain and that oncologists tend to be bet-
ter trained in palliative care.

To address quality issues, participants recommended
optimizing professional practice (R11), especially for
registered nurses in at-home palliative care. Participants
stressed the importance of developing professional prac-
tices to their full potential, along with tools and resources
(e.g. collective prescriptions) for more effective man-
agement of PEoLC situations. Participants also recom-
mended better integration of the whole interdisciplinary
team (R10) as the management and support of pallia-
tive care patients and their families requires a complete,
fully trained interdisciplinary team that includes a social
worker, a spiritual care worker, and more. Once again,
the participants called for better training in palliative and
end-of-life care for all healthcare professionals (R9).
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Looking at the data by regions, participants identified
disparities in access to PEoLC. They believed care was
more developed in certain regions of Quebec. Some par-
ticipants wondered about whether the high percentage of
home deaths in northern Quebec could be attributed to
cultural characteristics of its Indigenous communities or
to insufficient alternative services. A desire was expressed
to obtain and track data on vulnerable populations, such
as cultural minorities and the homeless community.
Inequities were felt to pertain to cultural and regional
differences, care settings, and disease trajectories. Rais-
ing awareness of disparities and vulnerabilities in PEoLC
(R12) was called for, stating that the government must
consider these factors if it is to improve services.

Discussion

Drawing on participants’ interpretations of the INSPQ
data and indicators, this study aimed at issuing recom-
mendations to improve the quality and accessibility of
PEoLC in Quebec. The findings pertain to two aspects:
(1) data and indicators, and (2) clinical and organiza-
tional practice.

PEoLC are a public health concern [10]. To implement
and improve PEoLC it is important to have access to good
and reliable data and indicators. However, regarding
PEoLC data and indicators, participants addressed two
main areas of concern: the lack of reliability of the col-
lected data, and the lack of data assessing quality of care.
As shown in recent findings [4, 6], most indicators used
in Quebec to measure PEoLC are based on administrative
data. Administrative data are being used because they are
considered effective and inexpensive [11, 12]. Their rou-
tine collection also allows for constant monitoring and
historical, regional, and international comparisons [7,
11]. The downsides of administrative data mentioned by
the participants resonate with the literature. Lack of stan-
dardization in data collection and coding may affect its
reliability and comparability, and ultimately undermine
conclusions drawn from it [7]. While having administra-
tive data has its limits, improving its reliability is possible.
Davies et al. [7] suggest that data holding bodies should
publish their data and increase collaborative relation-
ships with data experts and the wider palliative care com-
munity to improve transparency and the creation of more
innovative projects based on data. Similarly, participants
in our study suggested that a nonpartisan and indepen-
dent organization, namely an end-of-life observatory,
should be the body to assess and ensure data governance.

The participants of our study also recommended moni-
toring the percentage of deaths in all healthcare settings,
as opposed to the government solely monitoring home
deaths. While home death has been identified as a valid
and accepted indicator of appropriate end-of-life care,
this is also contested since preferences regarding the
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place of death are deemed highly personal and evolu-
tive in the dying trajectory [13]. The literature shows that
studying the place of death makes it possible to identify
care settings that play the most important roles in deliv-
ering PEoLC, which can then guide resource allocation
for improving palliative care [14, 15]. Monitor all places
of death could help assess the impact of policies and pro-
grams and could allow for a comparison of desired vs.
actual place of death, as well as interregional and interna-
tional comparisons [14, 15].

The issue related to the lack of data on the quality of
care was mentioned by the participants and also looked
at in the literature on the use of administrative data for
monitoring, as it fails to address important aspects of
palliative care, such as the management of physical, psy-
chosocial, and spiritual needs, and the communication
of advanced directives [12]. The literature shows that, to
better assess PEoLC, administrative data should be used
in conjunction with other methods to help contextualize
data and indicators, such as patient-reported outcome
measures (PROMs), quality indicators or qualitative data
[11, 12, 16]. Listening to the voice of those who provide
care and those who received care could help shed light
on issues related to PEoLC, issues not necessarily evident
in administrative data. Administrative data could also
be cross-referenced with documented end-of-life care
directives. For example, the percentage of deaths occur-
ring in patients’ preferred location is a national palliative
care indicator in the Netherlands [17]. Leading coun-
tries in palliative care, namely the Netherlands, Belgium,
Sweden, and the US, also consider documented medical
directives (e.g. treatment preferences and care objectives)
when assessing PEoLC on a national level [17], show-
ing that this comparison is both feasible and relevant.
Another recommendation issued by the participants
is to include ER use in end-of-life among the indicators
monitored by the government within management and
accountability agreements, as a high ER use has been
identified as an indicator of poor quality PEoLC [5, 11,
13, 16].

The participants interviewed addressed three main
concerns regarding clinical and organizational prac-
tice: the multiple barriers to PEoLC access, inconsis-
tent and substandard quality of care, and disparities in
care. It is often difficult to pinpoint the optimal time to
introduce palliative care and the healthcare profession-
als who should deliver it. However, early identification of
patients likely to benefit from palliative care is linked to
better quality of life and to better life expectancy [18, 19].
However, early identification measures can be subjective
and challenging. The use of accessible, validated, and evi-
dence-based tools, such as the Supportive and Palliative
Care Indicators Tool (SPICT), may facilitate and stan-
dardize early identification of patients likely to benefit
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from palliative care, all trajectories and care settings alike
[20]. Educating professionals on the role and benefits of
early palliative care could increase patient referrals by
reducing barriers associated with its traditional view as
EOL care [19]. Better training is also required to tackle
disparities in access to palliative care for patients suffer-
ing from chronic conditions (Trajectory II).

Aside from better training, the participants also rec-
ommended that professional practice be optimized and
the whole interdisciplinary team be better integrated to
ensure quality of care. Involving a multidisciplinary team
in cancer and chronic disease allows for better symp-
tom management, better coordination of care, reduced
caregiver burden, improved cost effectiveness, fewer
admissions, and more patients dying at home [21]. In an
integrated palliative care model, general healthcare pro-
fessionals, trained in palliative care, should tend to many
of the patients’ needs and consult specialized palliative
care teams for more complex and refractory problems
[22].

Regarding the recommendation to raise awareness of
disparities and vulnerabilities in PEoLC, the literature
shows that cultural differences and communication bar-
riers may hinder access to palliative care in culturally
diverse patients [23, 24]. Developing awareness of differ-
ences in palliative care delivery between healthcare set-
tings may also be relevant in addressing issues of access
and quality of care. Participants highlighted inconsis-
tent and substandard quality in at-home palliative care
in Quebec, but this has also been found in the Canadian
province of Ontario [25]. Awareness regarding differ-
ences in palliative care delivery between trajectories is
also relevant, as Trajectory II and III patients face more
barriers to palliative care access than Trajectory I patients
[19, 26, 27]. Even if access to quality PEoLC is recognized
as a human right, structurally vulnerable people (e.g. first
nations, homeless, migrant) don’t have access to these
services, meaning that public policy and resource alloca-
tions are not equitable in our society [27, 28].

Conclusions

Most recommendations issued by the participants are
feasible and relevant to improve PEoLC monitoring,
research, accessibility, and quality in Quebec. These rec-
ommendations are also relevant for regional and national
use outside Quebec and can be used by policymakers
worldwide. As mentioned by the Lancet Commission on
the value of death, “death is part of life” and in that sense
death is part of a public health movement bonding policy
making to every citizen [27]. Therefore, we need reliable
data and indicators to shed lights on the gaps surround-
ing PEoLC in our healthcare system and to inform and
improve care for everyone.
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Appendix 1 PEoLC indicators

Indicators Wished Observed
direction direction

from 2002
to 2016

1. Percentage of home deaths that would 1 -

have been likely to benefit from palliative

care

2. Percentage of deaths in acute beds | l

(with no visit to palliative care services) in
patients that would have been likely to
benefit from palliative care

3. Percentage of patients that would have 1 )
been likely to benefit from palliative care

with one visit or consultation in palliative

care prior to death

4. Percentage of patients that would have | =
been likely to benefit from palliative care

having been hospitalized 14 days or more

in last month of life

5. Percentage of patients that would have | -
been likely to benefit from palliative care

having been hospitalized 2 times or more

in the last month of life

6. Percentage of patients that would have | o
been likely to benefit from palliative care

having visited the ER at least once in the

last 14 days of life

7. Percentage of patients that would have | -
been likely to benefit from palliative care

having visited the ER the day of their

death or having their death declared in

the ER

8. Percentage of patients that would have | e
been likely to benefit from palliative care

having visited the ICU at least once in the

last month of life

| =decrease; 1 = increase; < = no significant changes

Supplementary Information
The online version contains supplementary material available at https://doi.
0rg/10.1186/512904-024-01474-8.

[ Supplementary Material 1 ]

Acknowledgements

The authors would like to thank the participants who volunteered their time
and thoughts as well as Confluence Communication for the linguistic revision
of the manuscript.

Author contributions

All authors contributed to the study conception and design. Material
preparation, data collection and analysis were performed by EA. The first draft
of the manuscript was written by SD and EA. MG finalized the submitted
version. EA, MS and AD commented and validated the different versions of the
manuscript. All authors red and approved the final manuscript.

Funding

This research was supported by the Integrated University Health and Social
Services Center (CIUSSS) Nord-de-I1le-de-Montréal, Fondation Gracia and the
Canada Research Chair in Pain, Sleep & Trauma. Funding bodies played no role

Page 7 of 8

in the design of the study and collection, analysis, interpretation of data, and
in writing the manuscript.

Data availability
Not applicable.

Declarations

Ethical approval

This study obtained ethics approval from the ethic committee at Université
de Montréal, Comité déthique de la recherche en sciences et en santé
(CERSES-18-003-D). All methods were carried out in accordance with relevant
guidelines and regulations.

Consent to participate

Informed consent was obtained from all participants included in the study
prior to the interview process. Participation in this study was voluntary and
confidential. Transcript interviews were anonymized using codes. No names or
establishments are mentioned in the article to ensure confidentiality.

Consent for publication
Not applicable.

Competing interests
The authors declare no competing interests.

Received: 17 April 2023 / Accepted: 28 May 2024
Published online: 10 June 2024

References

1. World Health Organization (WHO). National Cancer Control Programmes.
Policies and managerial guidelines. 2nd ed. Geneva: World Health Organiza-
tion; 2002.

2. Commission sur les soins de fin de vie. (2016). Rapport annuel d'activités — 10
décembre 2015-30 juin 2016. Gouvernement du Québec. https://numerique.
banq.qc.ca/patrimoine/details/52327/27187207docref=knti 1A51KrKD8RHIA
dyaA.

3. Bédard C, Major D, Ladouceur-Kegle P, Guertin M, Brisson J. (2006). Soins
palliatifs de fin de vie au Québec: définition et mesure d'indicateurs. Partie .
Population adulte (20 ans et plus). Québec, Canada: Institut national de santé
publique du Québec. https://www.inspq.qc.ca/pdf/publications/472-SoinsPall-
iatifsQuebec.pdf.

4. Guertin M-H, Tremblay M, Allard E, Pucella E, Hamel D, Duhoux A. (2021).
Indicateurs de soins palliatifs: mise a jour des résultats pour la population
adulte du Québec (2002-2016). Québec, Canada: Institut national de santé
publique du Québec. https://www.inspg.qc.ca/sites/default/files/publica-
tions/2727_indicateurs_soins_palliatifs_adultes.pdf.

5. Duhoux A, Allard E, Hamel D, et al. Quality of palliative and end-of-life care:

a quantitative study of temporal trends and differences according to illness
trajectories in Quebec (Canada). BMC Palliat Care. 2024,2024(23, 1):p93.

6. BudhwaniS, Gill A, Scott M, Wodchis WP, Kim J, Tanuseputro P. Measur-
ing indicators of health system performance for palliative and end-of-life
care using health administrative data: a scoping review. F1000Research.
2020;9(1438). https://doi.org/10.12688/f1000research.27121.1. version 1; peer
review: 2 approved with reservations.

7. Davies JM, Gao W, Sleeman KE, et al. Using routine data to improve palliative
and end of life care. BMJ Supportive Palliat Care. 2016;6(3):257-62. https://doi.
0rg/10.1136/bmjspcare-2015-000994.

8. Paillé P, Mucchielli A. Lanalyse qualitative en sciences Humaines et sociales.
4th ed. Paris: Armand Colin; 2016.

9. Meyer DZ, Avery LM. Excel as a qualitative data analysis tool. Field Methods.
2009;21(1):91-112. https.//doi.org/10.1177/1525822x08323985.

10.  Callaway MV, Connor SR, Foley KM. World health organization public health
model: a roadmap for palliative care development. J Pain Symptom Manage.
2018;55(2):6-13. https://doi.org/10.1016/j. jpainsymman.2017.03.030.

11.  Grunfeld E, Lethbridge L, Dewar R, et al. Towards using administrative
databases to measure population-based indicators of quality of end-of-
life care: testing the methodology. Palliat Med. 2006;20(8). https://doi.
0rg/10.1177/0269216306072553.769-77.


https://doi.org/10.1186/s12904-024-01474-8
https://doi.org/10.1186/s12904-024-01474-8
https://numerique.banq.qc.ca/patrimoine/details/52327/2718720?docref=knti1A51KrKD8RHIAddyaA
https://numerique.banq.qc.ca/patrimoine/details/52327/2718720?docref=knti1A51KrKD8RHIAddyaA
https://numerique.banq.qc.ca/patrimoine/details/52327/2718720?docref=knti1A51KrKD8RHIAddyaA
https://www.inspq.qc.ca/pdf/publications/472-SoinsPalliatifsQuebec.pdf
https://www.inspq.qc.ca/pdf/publications/472-SoinsPalliatifsQuebec.pdf
https://www.inspq.qc.ca/sites/default/files/publications/2727_indicateurs_soins_palliatifs_adultes.pdf
https://www.inspq.qc.ca/sites/default/files/publications/2727_indicateurs_soins_palliatifs_adultes.pdf
https://doi.org/10.12688/f1000research.27121.1
https://doi.org/10.1136/bmjspcare-2015-000994
https://doi.org/10.1136/bmjspcare-2015-000994
https://doi.org/10.1177/1525822x08323985
https://doi.org/10.1016/j.jpainsymman.2017.03.030
https://doi.org/10.1177/0269216306072553
https://doi.org/10.1177/0269216306072553

Allard et al. BMC Palliative Care

20.

21

(2024) 23:146

Maetens A, De Schreye R, Faes K, et al. Using linked administrative and dis-
ease-specific databases to study end-of-life care on a population level. BMC
Palliat Care. 2016;15(1):1-10. https://doi.org/10.1186/512904-016-0159-7.

De Schreye R, Houttekier D, Deliens L, Cohen J. Developing indicators of
appropriate and inappropriate end-of-life care in people with Alzheimer’s dis-
ease, cancer or chronic obstructive pulmonary disease for population-level
administrative databases: a RAND/UCLA appropriateness study. Palliat Med.
2017,31(10):932-45. https://doi.org/10.1177/0269216317705099.

Cohen J, Pivadic L, Miccinesi G, et al. International study of the place of death
of people with cancer: a population-level comparison of 14 countries across
4 continents using death certificate data. Br J Cancer. 2015;113(9). https://doi.
0rg/10.1038/bjc.2015.312. 1397 -404.

Pivodic L, Pardon K, Morin L, et al. Place of death in the population dying
from diseases indicative of palliative care need: a cross-national population-
level study in 14 countries. J Epidemiol Community Health. 2016,70(1):17-24.
https://doi.org/10.1136/jech-2014-205365.

Guthrie DM, Williams N, Beach C, et al. A multi-stage process to develop qual-
ity indicators for community-based palliative care using interrail data. PLoS
ONE. 2022;17(4). https://doi.org/10.1371/journal.pone.0266569.

Virdun C, Luckett T, Lorenz KA, Phillips J. National quality indicators and poli-
cies from 15 countries leading in adult end-of-life care: a systematic environ-
mental scan. BMJ Supportive Palliat Care. 2018;8(2). https://doi.org/10.1136/
bmjspcare-2017-001432. 145-54.

Ambroggi M, Biasini C, Toscani |, et al. Can early palliative care with anti-
cancer treatment improve overall survival and patient-related outcomes in
advanced lung cancer patients? A review of the literature. Supportive Care
Cancer. 2018;26(9):2945-53. https://doi.org/10.1007/500520-018-4184-3.
Sarradon-Eck A, Besle S, Troian J, Capodano G, Mancini J. Understanding

the barriers to introducing early palliative care for patients with advanced
cancer: a qualitative study. J Palliat Med. 2019;22(5). https://doi.org/10.1089/
jpm.2018.0338. 508 - 16.

Walsh RI, Mitchell G, Francis L, van Driel ML. What diagnostic tools exist

for the early identification of palliative care patients in general prac-

tice? A systematic review. J Palliat Care. 2015;31(2):118-23. https://doi.
0org/10.1177/082585971503100208.

Siouta N, Van Beek K, Van der Eerden M, et al. Integrated palliative care in
Europe: a qualitative systematic literature review of empirically-tested models

22.

23.

24.

25.

26.

27.

28.

Page 8 of 8

in cancer and chronic disease. BMC Palliat Care. 2016;15(1):1-16. https://doi.
0rg/10.1186/512904-016-0130-7.

Quill TE, Abernethy AP. Generalist plus specialist palliative care—creating a
more sustainable model. N Engl J Med. 2013;368(13):1173-5.

Carey ML, Zucca AC, Freund MA, Bryant J, Hermann A, Roberts BJ. Sys-
tematic review of barriers and enablers to the delivery of palliative care

by primary care practitioners. Palliat Med. 2019;33(9):1131-45. https://doi.
0rg/10.1177/0269216319865414.

Le Gall J, Samson M-E, Fortin S. Expériences Du Mourir et de la mort:
regards de proches ayant accompagné un ainé immigrant en fin de vie

a Montréal. Anthropologie et Sociétés. 2021,45(1-2):65-83. https://doi.
0rg/10.7202/10837%ar.

Seow H, Brazil K, Sussman J, et al. Impact of community based, specialist
palliative care teams on hospitalisations and emergency department visits
late in life and hospital deaths: a pooled analysis. BMJ. 2014;348. https://doi.
org/10.1136/bmj.g3496.

Brazil K, Galway K, Carter G, van der Steen JT. Providing optimal palliative care
for persons living with dementia: a comparison of physician perceptions in
the Netherlands and the United Kingdom. J Palliat Med. 2017;20(5):473-7.
https://doi.org/10.1089/jpm.2015.0274.

Sallnow L, Smith R, Ahmedzai SH, et al. Report of the Lancet Commission on
the value of death: bringing death back into life. Lancet. 2022;399:837-84.
https://www.thelancet.com/pdfs/journals/lancet/PlIS0140-6736(21)02314-X.
pdf.

Stajduhar K.I, Mollison A, Giesbrecht M, et al. Just too busy living in the
moment and surviving: barriers to accessing health care for structurally
vulnerable populations at end-of-life. BMC Palliat Care. 2019;18(11). https://
doi.org/10.1186/512904-019-0396-7.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.


https://doi.org/10.1186/s12904-016-0159-7
https://doi.org/10.1177/0269216317705099
https://doi.org/10.1038/bjc.2015.312
https://doi.org/10.1038/bjc.2015.312
https://doi.org/10.1136/jech-2014-205365
https://doi.org/10.1371/journal.pone.0266569
https://doi.org/10.1136/bmjspcare-2017-001432
https://doi.org/10.1136/bmjspcare-2017-001432
https://doi.org/10.1007/s00520-018-4184-3
https://doi.org/10.1089/jpm.2018.0338
https://doi.org/10.1089/jpm.2018.0338
https://doi.org/10.1177/082585971503100208
https://doi.org/10.1177/082585971503100208
https://doi.org/10.1186/s12904-016-0130-7
https://doi.org/10.1186/s12904-016-0130-7
https://doi.org/10.1177/0269216319865414
https://doi.org/10.1177/0269216319865414
https://doi.org/10.7202/1083794ar
https://doi.org/10.7202/1083794ar
https://doi.org/10.1136/bmj.g3496
https://doi.org/10.1136/bmj.g3496
https://doi.org/10.1089/jpm.2015.0274
https://www.thelancet.com/pdfs/journals/lancet/PIIS0140-6736(21)02314-X.pdf
https://www.thelancet.com/pdfs/journals/lancet/PIIS0140-6736(21)02314-X.pdf
https://doi.org/10.1186/s12904-019-0396-7
https://doi.org/10.1186/s12904-019-0396-7

	﻿Quality of palliative and end-of-life care: a qualitative study of experts’ recommendations to improve indicators in Quebec (Canada)
	﻿Abstract
	﻿Background
	﻿Methods
	﻿Design
	﻿Sampling and expert identification
	﻿Data collection
	﻿Data analysis

	﻿Results
	﻿Data and indicators
	﻿Clinical and organizational practice

	﻿Discussion
	﻿Conclusions
	﻿﻿Appendix 1﻿ PEoLC indicators
	﻿References


