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Abstract

Background: Despite increased annual mortality in long-term care (LTC) homes, research has shown that care of
dying residents and their families is currently suboptimal in these settings. The purpose of this study was to
evaluate resident and family outcomes associated with the Strengthening a Palliative Approach in LTC (SPA-LTC)
program, developed to help encourage meaningful end of life discussions and planning.

Methods: The study employs a mixed method design in four LTC homes across Southern Ontario. Data were
collected from residents and families of the LTC homes through chart reviews, interviews, and focus groups.
Interviews with family who attended a Palliative Care Conference included both closed-ended and open-ended
questions.

Results: In total, 39 residents/families agreed to participate in the study. Positive intervention outcomes included a
reduction in the proportion of emergency department use at end of life and hospital deaths for those participating
in SPA-LTC, improved support for families, and increased family involvement in the care of residents. For families
who attended a Palliative Care Conference, both quantitative and qualitative findings revealed that families
benefited from attending them. Residents stated that they appreciated learning about a palliative approach to care
and being informed about their current status.

Conclusions: The benefits of SPA-LTC for residents and families justify its continued use within LTC. Study results
also suggest that certain enhancements of the program could further promote future integration of best practices
within a palliative approach to care within the LTC context. However, the generalizability of these results across LTC
homes in different regions and countries is limited given the small sample size.
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Background
As the population ages, more people will die in long-term
care (LTC) homes. In Canada, annual mortality rates of
residents in LTC range from 27 to 52.3% [1]. Similar
trends have been noted in other countries including the
United States [2], the United Kingdom [3], and Australia
[4]. Despite these trends, care of dying residents and their
families continues to be suboptimal in LTC; with pain and
other symptoms being poorly managed, especially for
those with dementia [5]; lack of attention to advance care
planning (ACP) [6] and issues of loss, grief and bereave-
ment [7]; widespread use of feeding tubes [8]; and exces-
sive reliance on hospitalizations [9].
In response, a number of initiatives have been imple-

mented to improve the quality of living and dying for
LTC residents with a life-limiting illness and their fam-
ilies [10–13]. Features that appear to support effective
and sustained palliative care implementation and show
some promise in improving care delivery include: (a)
mechanisms that allow for the assessment and identifica-
tion of gaps in current practices and philosophies, (b)
mechanisms to help staff identify and activate a change
in care planning based on key transition points, (c) for-
malized opportunities for communication between staff,
residents and families, and (d) team-building strategies,

champions or resource teams and collaborative learning
opportunities.
Addressing these barriers and building on the growing

evidence aimed at improving identification, communica-
tion and capacity; our team developed a multi-
component program, called Strengthening a Palliative
Approach in LTC (SPA-LTC; Fig. 1). It is consistent
with the SPA-LTC model, that was developed based on
a scoping review [13] of the literature and stakeholder
analysis [14]. As such, the SPA-LTC program consists of
the following core, evidence-informed components: (a)
an interdisciplinary palliative champion team (to provide
leadership and support implementation); (b) condition-
specific pamphlets (to provide information about
condition-specific end of life trajectories to residents and
families) [15, 16], (c) the Palliative Performance Scale
(PPS) (to trigger end of life discussions) [17]; (d) Pallia-
tive Care Conferences (PCCs) (to provide a forum for
family communication about end-of life preferences and
needs) [18]; (e) Comfort Care Rounds (to support peer
education, team building and case discussions) [19]; and
(f) post-bereavement follow up (to offer families grief
support and links to community services) [20].
To support implementation and sustainability in the

real world, the program was refined in collaboration

Fig. 1 The Strengthening a Palliative Approach in Long Term Care (SPA-LTC) Program
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with study sites and leveraged existing palliative re-
sources outside of the LTC home sector to provide
guidance to LTC staff [14]. For example, in the original
iteration of our program we had conceptualized encour-
aging early communication on future end of life through
care conferences offered to stable residents within 6
weeks of relocations and annually thereafter. However,
our pre-implementation consultations with staff, resi-
dents and families revealed uncertainty regarding the
feasibility of such discussions and hence we developed
condition-specific pamphlets instead.
The goal of this study was to evaluate the impact of

the SPA-LTC program on residents and families. Specif-
ically, this study addressed the following research
questions:

1. Does the SPA-LTC program improve hospital use
at end of life for LTC residents?

2. What are the perceptions of the SPA-LTC program
for residents and family members?

Methods
This study used a convergent, parallel mixed method
(quan + QUAL) design to address both of our research
questions [21, 22]. Mixed methods research allows re-
searchers to address complicated research questions and
collect a richer and stronger array of evidence than can
be accomplished by any single method alone [22]. We
integrated the qualitative and quantitative data after each
component had been analyzed separately using the
qualitative data to help complement and elaborate on
the quantitative data (i.e., hospital use data) specifically.
Data was collected at baseline (quan) and after the 18-

month intervention period (quan + QUAL). Ethical ap-
proval was obtained from two universities (McMaster
University: #14–863; McGill University: #281–1214).

Settings
We selected four separate LTC homes in southern On-
tario which represented the mix of contexts found in
LTC homes across Canada including for-profit; not-for-
profit; large (150 beds), medium (100–150 beds) and
small (less than 100 beds); high turnover and low turn-
over; religious-based vs secular [23]. Table 1 shows a

comparison of these sites. These conditions have also
been found to impact the successful implementation and
adoption of change efforts, with homes that are smaller,
not-for-profit, and have low turnover rates identified as
having better conditions to support change [24].

SPA-LTC program
Prior to implementation of the SPA-LTC program, each
site was invited to identify staff from interdisciplinary
backgrounds to comprise a team of champion leaders
who would receive training on best practices in a pallia-
tive approach to care, learn about the components of the
SPA-LTC program and oversee implementation in study
sites. Former work in the areas of culture change in LTC
suggest this type of infrastructure holds promise in sup-
porting implementation and sustainability [25, 26]. Once
teams were established, each site was asked to conduct
monthly comfort care rounds which comprised of case-
based learning and exchange about topics of high im-
portance to LTC staff [19]. Palliative experts outside of
the LTC sector facilitated these rounds and offered con-
sultation services. Over time some sites used internal
leaders to continue facilitating the rounds.
Participating residents and families were invited by

staff to attend a Palliative Care Conference (PCC). The
PCC component of the SPA-LTC program was adapted
from the Palliative Approach Toolkit designed by Dr.
Parker, an international co-investigator [12]. The Pallia-
tive Approach Toolkit has been implemented nationally
in Australian LTC homes and supports a palliative ap-
proach in this context. Initially, we held a ‘mock’ PCC
with staff to provide specific training and education
about approaches and tips about what to expect and
ways to deal with challenging situations. Together, staff
reviewed the Guide to Conducting Palliative Care Con-
ferences as a precursor to holding one and watched the
training video, “On the Same Page”. Documentation
guides (Staff Planning Guide, Physician Fax Sheet, Good
Palliative Care Plan, PCC Summary; all available upon
request) from the Palliative Approach Toolkit were
adapted for this study based on local contexts and to en-
sure they were consistent with the jurisdictional legal
framework.

Table 1 Comparison of Sites

Site Profit/Not-for-profit # of beds Administrator Turnover rate Diversity

1 For-profit 206 Moderate Culturally diverse, various faiths

2 For-profit 169 High Culturally diverse

3 For-profit 64 Moderate Many residents without family/once homeless

4 Not-for-profit 112 Low Operates within the context of Jewish culture and values
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Condition-specific pamphlets for five conditions of
high prevalence in LTC were made available in partici-
pating LTC home via display boards of through staff dis-
tribution [15, 16]. Because these resources evolved from
feedback received during the course of the project, no
formalized protocol for administration was developed.
Staff were instructed to consider distributing the
pamphlets to those residents and families scheduled
for a PCC. Likewise, bereavement pamphlets were
developed and distributed to family members as di-
rected by staff [20].

Recruitment of residents to participate in the SPA-LTC
program
Following a period of training, designated staff located in
each participating LTC home completed the Palliative
Performance Scale (PPS) for all residents. The PPS was
used to screen participants for potential involvement be-
cause it provides a framework for measuring progressive
decline in palliative residents [17]. PPS scores can be
divided into three stages: stable, 100–70%, transition,
60–40%, and end of life, 30% and less. There is evidence
that the PPS produces valid, reliable measurement of
progressive functional decline in a patient suffering from
a terminal or incurable illness. Based on previous pilot
work, guidelines have been developed for successful im-
plementation of the PPS in LTC [17].
Residents who were English-speaking and scored 40%

or less on the PPS, and/or their family were invited by
staff to learn more about the SPA-LTC program and
consider participating in research. All potential partici-
pants were contacted by a member of the research team
who reviewed the research study with them and their
potential involvement. Written consent was obtained
from the resident and/or family member.

Data collection and analysis
Demographics of participating residents
At baseline, administrative data (quantitative) was col-
lected retrospectively for all residents who had died over
the past year. The same data was collected at study end,
18-months later, for participating residents only. Data
were collected for the following indicators: (a) number
of resident deaths; (b) number of resident deaths that
occurred at the hospital versus LTC home; and (c) num-
ber of residents who visited the emergency department
visits in their last year of life. Relative risk reduction
(RRR) and confidence intervals (CIs) were calculated for
the proportion of resident deaths that occurred in hos-
pital and emergency department use comparing the
baseline (all residents) and post-implementation (partici-
pating residents only) data.
Chart reviews of participating residents also included

demographic information, admission information (date

and diagnosis), Charlson Comorbidity Index (a measure
that aims to categorize comorbid medical conditions
that can alter mortality risk) [27], PPS scores and pallia-
tive care conference notes. Chart data were analyzed
using descriptive statistics (i.e., frequencies, percentages)
across all four sites at both time-points (i.e., before and
after implementation).

Perceptions of the SPA-LTC program
Family members
At study end all bereaved family members of enrolled
residents were invited to participate in telephone inter-
views to capture their perceptions and experiences of
the SPA-LTC program, with particular focus on attend-
ing a PCC. For families who attended a PCC, we asked
them to report on an additional four closed-ended ques-
tions, using a 10-point Likert scale, on the following
items: (a) how helpful was the PCC, (b) how supported
did you feel by staff during the PCC, (c) how well were
your concerns addressed at the PCC, and (d) how com-
fortable did you feel making arrangements or decisions
after the PCC. Next, we continued the interview with
some qualitative questions that probed them to describe
their perceptions about these topic areas as well.
For bereaved family members who did not attend a

PCC, we asked them about: (a) the circumstances sur-
rounding the death of their family member and how the
LTC staff supported them, (b) their experiences at the
LTC home with end of life care at the LTC home, and
(c) what recommendations they had for LTC homes to
better support residents and families at end of life.
Qualitative data were transcribed and coded using the-
matic content analysis [28]. Specifically, important con-
cepts that emerged from the data were labeled,
categorized, and coded. Initially, two individuals coded
the transcripts independently. Discrepancies were dis-
cussed among the team until consensus on a coding
framework was reached.

Residents
Unfortunately, there were no residents who were able to
participate in an interview at the end of the study or
after having attended a PCC due their extremely frail
condition or death. However, we were able to conduct a
focus group with other residents to gather their perspec-
tive about other components of the SPA-LTC program
that were implemented in their LTC home.
Four focus groups were held with residents (one focus

group per LTC home). Residents were asked about their
general perceptions about the care provided for residents
who were dying in general and about the SPA-LTC pro-
gram in particular (if able). Focus group data were ana-
lyzed in a similar fashion as the family interviews, and in
addition, we paid particular attention to exploring
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interaction among residents in their discussion. In this
manner, we were able to highlight areas where residents
agreed upon on ideas discussed or built on one another’s
discussion points [29].

Results
Characteristics of residents who participated in the SPA-
LTC program
The total number of residents living within the four par-
ticipating LTC homes was 551, and staff completed PPS
scores for 99% (n = 543) (Fig. 2). Of these residents, 20%
had a PPS score between 30 and 40% (n = 110) and 1%
(n = 5) had a PPS score less than 30%. Of the 115 eligible
participants 39 residents/families agreed to participate in
the study representing a response rate of 34%. Of the 39
participating residents, 23 (59%) were female, and 34
(87%) had a diagnosis of dementia. The average Charlson
Comorbidity Index score was 7.13 (Table 2).

Hospital use at end of life for residents
Baseline chart audits revealed that 25.6% (141/551) of all
LTC residents living within the four participating homes
died in the year prior to study implementation, with the
majority of the 141 resident deaths (71.6%) occurring at
the LTC home (Table 3). Of the 141 residents who died,
92(65.3%) of them visited emergency departments dur-
ing the last year of life.
At study end, the same data were collected for partici-

pating residents only. Of them, 87.2% (34/39) had a PCC
during our 18-month data collection period (Fig. 2), with
80.7% (21/26) having a PCC before they died (Table 3).
Findings indicate that there were statistically significant
reductions in rates of hospital deaths (RRR: 72%, CIs:
0.05, 0.93) and emergency department visits (RRR: 54%,
CIs: 0.0.15, 0.73) during the last year of life for residents
who participated in the SPA-LTC program.

Perceptions of the SPA-LTC program
Family members
In total, 19 bereaved family members agreed to be inter-
viewed; 14 of them attended a PCC and 5 did not attend
a PCC before they died. Since the PCCs were the most

Fig. 2 Participant Flow Diagram

Table 2 Characteristics of Participating Residents (N = 39)

Characteristic n (%) Mean (SD)a

Sex

Male 16 (41)

Female 23 (59)

Age at the time of enrolment (years) 84.6 (10.9)

Length of Stay in LTC (years) 5.6 (3.3)

Charlson Comorbidity Index 7.1 (2.00)

Palliative Performance Scale

• < 30% 3 (7.7)

• 30–40% 36 (92.3)
aStandard Deviation

Table 3 Site of Death and Emergency Department (ED) Visits in
the Last Year of Life at Baseline (All Residents) and Post
Implementation (Participating Residents Only)

OUTCOME Pre
n = 141
n (%)

Post
n = 26
n (%)

RRRa Confidence
Intervals

Had PCC before Death N/A 21 (80.7) – –

Hospital Deaths 40 (28.4) 2 (7.7) 72% 0.05, 0.93

ED Visits 92 (65.3) 8 (30.8) 54% 0.15, 0.73

Notes: aRRR Relative Risk Reduction
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visible component of the SPA-LTC program for resi-
dents and families, interviews focused predominantly on
experiences with PCCs and overall experiences with end
of life care.

Attended PCC For the closed-ended questions in the
interview, family members who attended a PCC rated it
as useful (Mean (M): 9/10; Standard Deviation (SD):
1.2), (b) they felt well supported at the PCC by staff (M:
8.9/10; SD: 1.1), (c) their end of life concerns were ad-
dressed well (M: 8.7/10; SD: 1.4), and (d) they were com-
fortable with their decisions about end of life care after
the PCC (M: 8.7/10; SD: 1.5). See Table 4.
Qualitative findings from the interviews emerged

across three main themes. Families described how at-
tending a PCC: (a) helped them feel ‘all on the same
page’; (b) promoted individualized, holistic care; and, (c)
enabled information-sharing and effective communica-
tion between LTC staff and families to be better
prepared.

‘All on the Same Page’ The majority of family members
reported that their concerns and the kind of care and
services wished for at end of life were addressed at the
meeting and that they felt better afterwards than before
it. The PCCs encouraged discussion that helped inform
decision-making so families and staff were in agreement
and had a mutual understanding of plans moving for-
ward. One family member stated,

The quality of my experience was great. I feel like
everybody knew what was going to happen when it
started to happen, and there’s comfort in that, and
what could have been a terrible and difficult time
was less terrible and difficult because we all knew
what she wanted (Site 4, FM 12, no ED visit, died in
LTC home).

Individualized, holistic care Findings from the family
interviews highlighted that attending a PCC promoted
individualized and holistic care for the resident. For ex-
ample, a family member described how the PCC allowed
her to outline the kind of care and services that her

mother (resident) would want at the end of her life, in-
cluding religious activities:

We’re Catholic, so the priest to came over one or 2
days before my mother passed.. to give her the last
rite, and that was of extreme comfort to me.. it was
just all those prong … it was the effort that the dir-
ector of care took to notify all the people concerned
with the end of life care. The social worker even gave
me e-mail addresses of people who could help me as
counsellors, after my mom died, which was wonder-
ful (Site 1, FM1, no ED visit, resident died in LTC
home).

When probed to respond about how their family
member’s care had changed after the PCC, one partici-
pant stated,

My mom used to take all kinds of vitamins and so
on, they removed all of that, because she was regur-
gitating, so that helped (Site 1, FM5, had ED visit,
died in LTC home).

Although attending a PCC helped promote individual-
ized care for the resident, there was some concern that
individualized care for families once the resident dies is
needed. A family member emphasized the importance of
supporting families who may be struggling, especially
during the bereavement phase:

If the family members need grief counselling … be-
cause at times I wondered where would you go for
that sort of thing if it becomes necessary … I mean
the death is expected when someone’s old but you
don’t know it’s gonna affect you right? (Site 3, FM4,
no ED visit, died in LTC).

Improved communication The majority of family
members who attended a PCC stated that communica-
tion between families and staff had improved and that
they felt better informed and better prepared after hav-
ing attended the PCC. For example, one family member
stated,

Table 4 Responses of Families who Attended a Palliative Care Conference (N = 14)

Questiona Mean (SD)b

1. How helpful was the Palliative Care Conference (PCC)? 9.0 (1.2)

2. How supported did you feel by staff during the PCC? 8.9 (1.1)

3. How well were your concerns about your friend/relative’s end-of-life care addressed at the PCC? 8.7 (1.4)

4. How comfortable did you feel about making end-of-life arrangements or decisions after the PCC? 8.7 (1.5)
aLikert scale ranged from 0 (not at all) to 10 (a great deal)
bStandard Deviation
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Do whatever they can to make him comfortable,
that’s what my priority would be. Also letting me
know what’s going on … basically just giving me
the information I needed for him, like being kept
up-to-date (Site 3, FM9, no ER visit, died in LTC
home).

Another family member stated:

I really appreciated that I could make preparations
prior to her passing, rather than waiting so that I’m
not under a rush when I have to do it … .you don’t
have much time to make these decisions, and if it’s
your first time, its not an easy thing … so it’s prepar-
ing … (Site 2, FM8, no ED visit, died in LTC home).

Families acknowledged that having conversations to
prepare them for what to expect was not easy, but still
they felt that it was worth it so they could feel better
prepared when the time came for them to have to make
decisions about end of life care for their loved one.

Did not attend PCC
For family members who did not attend a PCC, we
found divergent findings from those who attended a
PCC. The main themes that emerged from these inter-
views were: (a) feeling that a PCC was not needed, (b)
wishing for better communication, (c) needing more in-
formation to know what to expect ‘down the road’.

Family felt PCC was not needed When probed, most
family members stated that they felt that a PCC was not
necessary or needed at the time for different reasons.
One family member stated that she had enough regular
contact with the LTC staff that she felt she didn’t need
an additional PCC:

My mother was there for 3 years, the nurse there
who knew me well sat me down and kept me in
touch constantly with the physician, and I was able
to contact the physician any time (Site 4, FM6, no
ED visit, died in LTC).

Another family member felt she had the expertise and
was prepared to make decisions on behalf of the resident
due to previous advance care planning conversations
with the resident:

It [a PCC] wasn’t necessary because I’m a nurse my-
self, and I knew that he had decided that this was
what he wanted, and I told them I didn’t want any
IV’s, I didn’t want any life supports.. And I went
there everyday, so I was on top of everything (Site 4,
FM14, no ED visit, died in LTC home).

Wishing for better communication Family members
highlighted the need for better communication with
LTC staff but that this was generally not occurring in
their experiences.

I guess better communication, I found that it was
kind of sparse, and I didn’t always find that observa-
tions were really getting communicated amongst the
team members, but I would bring things forward
that I noticed, and I kind of wished that they had
been more in tune to maybe bring things forward to
me, or thoughts or observations (Site 4, FM11, had
ED visit, died in LTC home).

The need for communication was even more pro-
nounced when the resident had challenges with commu-
nicating with LTC staff. In this case, families became
even more reliant on staff to help inform them of
current care issues and care planning. One family mem-
ber describes,

I don’t know in that sense, it’s more – in his situ-
ation it was really about hearing, he didn’t hear very
well and that was really the main problem with his
quality of life is that he didn’t understand people
and people didn’t communicate with him because it
was very difficult, so at end of life just communica-
tion was really important, because there was great
uncertainty about what was going on and what
treatments he was receiving, and being informed
about decision-making as well.. so I think mainly
just around communication. (Site 2, FM7, had ED
visit, died in LTC home).

Needing more information to feel prepared Many
family members spoke about how poor communication
with staff led to their need for more information to help
prepare them for decisions to make as their loved one
was nearing end of life. One family member stated,

I think being aware of the stages is really important
for family members.. if I had known more of the
stages, I could have planned my time better to be
with my mother, and for her.. I really needed some-
body else to tell me, especially from an emotional
standpoint, that she is deteriorating now and I think
it would have been helpful for someone to really sit
me down, and to think about, to digest, and to come
to terms with what’s ahead …. I wish somebody
could have told me more – a lot of the time I was
getting phone calls – I suspect people [at the facility]
were using cell phones, and I could barely hear what
they’re saying –and so I’m saying “pardon me, par-
don me, pardon me,” and I can tell that they’re
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getting frustrated, because they just want to make
the call and go home, it was the end of their shift,
and I’m sorry, but if you can’t articulate what’s
really important to me, don’t waste your time or
mine (Site 4, F6, no ED visit, died in LTC home).

Family members stated that they would have appreci-
ated discussing end of life topics with staff so that they
would feel more prepared when the time comes, even if
the discussions were difficult. A family member
comments:

And they seem reluctant to sort of – like, my mom
was old with worsening dementia right, like the fu-
neral arrangements, I don’t know, they didn’t seem
to want to like broach that subject, but they should
… I needed to know what to do, if I happened to be
out of the country on vacation or on business or
whatever, right? (Site 3, FM3, had ED visit and died
in hospital).

Family members stated that having the information
ahead of time would have helped to make informed de-
cisions at end of life given the pressing nature in which
these decisions need to made. A family member stated,

You don’t have much time to make all these deci-
sions, and if it’s your first time, it’s not an easy thing,
I found that out with my mother. So it’s – it’s pre-
paring (Site 4, FM11, had DR visit, died in LTC
home).

Residents
In total, 36 residents attended four focus groups (one
per site), with the number of participants in each focus
group ranging from 8 to 11 participants. Residents’ aver-
age age was 69.9 (SD: 11.5) with most being female
(58.3%) and having lived in the LTC home for under 5
years (63.9%).
Analysis of the resident focus groups revealed four

main themes: (a) learning about a palliative approach,
(b) wanting to be informed about their current status
and information about their condition, and (c) promot-
ing a dignified and person-centered approach for dying
residents.

Learning about a palliative approach
During the focus groups, there was some discussion
among residents about how the SPA-LTC program has
broadened their understanding of a palliative approach
to care beyond the traditional view of simple end of life
care. In particular, one group of residents discussed their
appreciation of learning about a palliative approach to
care by reading one of the study pamphlets:

Person (P)1: Yeah, I like the palliative approach be-
cause before I came here palliative approach meant
you were dying …
Interviewer (I): Right.
P4: … Okay and when they mentioned palliative ap-
proach I thought, ahhh … you know.
I: You automatically think end of life.
P7: Yeah end of life but it’s not so.
P7: Because people can be in palliative care for 5
years.
I: Right.
P1: I always thought too that palliative care was the
next thing to death.
P7: Yeah.
P1: And just as D [another resident] said here it’s a
long-term treatment.
P3: As long as it doesn’t mean totally mean giving
up on someone … (Site 1).

However, residents commented on the need for staff
to receive more education about implementing a pallia-
tive approach to care. In fact, two residents felt that edu-
cation should be mandatory:

P1: I think one of the big things is that the staff need
to be educated.
P4: Yeah but even though we are in this pilot project
I find staff still … a lot of them … instead of it [staff
education] being a choice, I think they should be
made to.
I: Like have it mandatory for all of the staff?
P4: Yes, mandatory, yes (Site 3).

Wanting to be informed Residents highlighted the im-
portance of having as much information and as early as
possible, even right at admission, so they are informed
about what to expect. A resident commented:

I don’t think it’s right for the doctor to keep things
from you.. well usually a doctor tells you. It’s better
for them to tell you, yourself … you don’t want to be
kept out of it (Site 2).

One resident stated that having an accessible com-
puter to retrieve information while they were still able to
understand it would be very helpful.

As you go on you may be diminished in your cap-
acity to do things but in that, going onto that period
it still would be nice as a resident here if we could
have access to a good computer so you could find
out information and still be aware of what’s going
on with their illness (Site 1).
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According to one resident, the importance that family
is informed was discussed, even if they are not receptive
to talking about it. A resident describes:

I’ve already talked with my family about this and
that, but you know, what I’ve decided is same as
when my husband died, we both agreed that they
[family members] know about it but they just don’t
want to believe, you know, young people don’t want
to believe anything like that (Site 3).

Importance of a person-centered approach to care of
the dying Many residents agreed that they have seen
improvements in the way care for the dying has been
implemented over the intervention period. One resi-
dent stated:

I like the idea that- it is really providing a whole
new approach to looking at the wonderful things
that go on here and I hadn’t really been totally
aware of all of it but if all of this is being followed
here, which I believe it is, then this is superb.
(Site 1).

However one resident described some concerns about
the lack of individualized spiritual care, stating:

I know in my country they used to call the priest all
the time. Here you don’t know what to expect. If I’m
going I don’t get special care (Site 4).

The discussion in another focus group highlighted the
need for privacy to provide a comfortable environment
for residents, including roommates, and families when a
resident was dying:

P4: But the thing is you don’t have a room. So if you
have two people in a room and one person is in pal-
liative care and the family is in and out and they
have to stand in the hall and they can’t sit down
and have a cup of coffee, or just sit down and catch
their breath, it’s very hard to be with the person in
palliative care.
P3: It’s difficult for the roommate of the person who
is palliative because you don’t get any rest. You don’t
get any privacy. So it has been my experience that
when this happens I just leave but you can’t do that
in the middle of the night.
I: Of course.
P3: You can do it in the daytime but you can’t do it
at night and so it can be very disruptive but you just,
you get no peace or relaxation.
I: Okay.
P3: You can’t put it in the room, but they are terrible

to sit in anyway. When my roommate was dying I
had to get out of the room and try to get some sleep
so fine I will take a pillow and a blanket I will go sit
in one of those chairs out front and I lasted less than
five minutes. It was so uncomfortable I went back to
my bed. I said I can’t stand this (Site 3).

Discussion
These study findings support the SPA-LTC program.
Across four LTC sites, this program reduced hospital
use at end of life, with significant reductions in emer-
gency department use and hospital deaths. Both the
quantitative and qualitative data from the family inter-
views indicated that families experienced PCCs posi-
tively. That is, they reported that a PCC was helpful and
provided support to them, and that they felt comfortable
making end-of-life decisions for residents after attending
a PCC through the closed-ended questions. The open-
ended questions or qualitative findings elaborated on
these responses by describing how the PCCs improved
communication with health care providers and allowed
them to feel “all on the same page”. Given these findings,
it is quite likely that by attending a PCC, families were
able to address their questions and concerns and be-
come informed so that they could feel more comfortable
making decisions about end-of-life issues which contrib-
uted to the reductions in emergency department use and
hospital death, allowing residents to remain in LTC until
their death.
Other research also supports the effectiveness of

multidisciplinary team meetings (such as PCCs) that in-
clude family members and residents (if able), to reduce
hospital use for LTC residents [30–32]. For example,
Phillips et al. (2013) found that PCCs improve medica-
tion management and support a palliative approach to
care for people with advanced dementia in LTC [33].
However, they stated that PCCs are feasible if the identi-
fied barriers are addressed and the facilitators optimized,
namely related to the capacity of physicians to contrib-
ute to the interdisciplinary care planning. Certainly, the
demands placed on staff to organize and hold PCCs is
important to consider. Perhaps optimizing already
scheduled annual care conferences in LTC could help
offset the demands of holding an additional PCC. To do
this, the annual care conferences would need to be
adapted to include more emphasis on ACP and goals of
care discussions, which generally is not the case. Clearly,
a shift in culture is needed to fully integrate a palliative
approach to care.
Interestingly, residents who participated in this

study commented that they appreciated new learning
about a palliative approach to care which seemed to
resonate well with them and their needs. A palliative
approach incorporates advance care planning which
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aims to begin conversations earlier about values and
wishes that inform goals of care decisions later at end
of life. In doing so, these conversations may be less
‘depressing’ or stigmatized; ultimately helping prepare
families and residents while minimizing the stress and
guilt about making these critical decisions when the
need arises.
Research suggests that the absence of ACP contributes

to higher rates of hospital transfers of LTC residents
[33]. As such, the need for ACP to be regularly occur-
ring in LTC is increasingly recognized [34, 35]. LTC res-
idents and their families have reported that more
preparation and information helps them make critical
decisions later on when end of life is near [34], which is
consistent with our study findings. This is even more
important for those residents who have cognitive impair-
ment, who have limited time that they can engage in
ACP discussions with their family or LTC staff. There is
a need for ACP documentation so staff at palliative care
conferences can reflect on previous discussions so that
goals of care at end of life can be developed with resi-
dents/families/substitute decision makers.
Clearly, it is important to engage families and residents

in advance care planning discussions help to empower
them to make decisions that align with residents’ prefer-
ences and wishes and receive goal-concordant care at
the end of a resident’s life. This is important to resi-
dents, as our study findings suggest, and often spans be-
yond the bio-medical components of care. According to
Bökberg et al., in order to improve the quality of life for
residents living in long term care, the focus of care needs
to be person-centered and based on a holistic approach
[36]. In fact, one could argue that a holistic approach be-
comes even more important when someone is dying in
LTC when providing comfort care is paramount. As
such, efforts should be directed at supporting residents
to die in their home, as opposed to being transferred to
the hospital during the last year of their life, if this is
their wish.
Another strategy that is emerging as a potential

benefit to LTC homes to help avoid emergency de-
partment transfers at end of life is the community
paramedic outreach program. This involves para-
medics receiving additional training in: (1) geriatric
assessments and management, (2) end of life care, (3)
primary wound closure techniques, and (4) point of
care testing [37]. Medical oversight is provided by a
physician along with guidelines, available to LTC
homes between 9 am and 9 pm, 7 days a week. Para-
medics are dispatched by the communication center
when requested by LTC staff and must communicate
with either the overseeing physician or the LTC phys-
ician at each visit to make decisions about plans for
care [37].

Strengths and limitations
There were strengths and limitations to this survey.
First, this study used a pre-post study design with no
control group so our only control measure was our base-
line scores, which could have accounted for some bias in
our sample. Also, we were not able to compare the char-
acteristics of our baseline sample of residents with the
participating (post) resident sample so we could not as-
sess if the two samples were comparable for our analysis.
We were not able to interview residents who engaged in
PCCs as they were too frail and most had advanced cog-
nitive impairments so we had to rely on their family
members to gather information about the PCC.
Finally, our small response rate of family members

who agreed to be interviewed so interpretation of the ac-
ceptability of the SPA-LTC should be taken with cau-
tion. Finally, the generalizability of these results across
LTC homes in different regions and countries is limited
given the small sample size.

Conclusions
Despite the study limitation, this study does provide sup-
port for the SPA-LTC program in improving hospital
use at end of life and improving family and resident sat-
isfaction with care. Study results also suggest that certain
enhancements of the program could further promote fu-
ture integration of best practices within a palliative ap-
proach to care within the LTC context. Future work is
needed to evaluate the SPA-LTC program using a ran-
domized control trial with larger sample sizes to provide
stronger support for its use and spread in other LTC
homes.
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