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Context: Interdisciplinary long-term care staff are being challenged with increasing numbers of resident
deaths as well as complex resident and family needs. Studies warn that staff responses to the stress gen-
erated by residents’ deaths can lead to increased ill health, sick time, burnout, and attrition.
Objectives: To alleviate and prevent workplace stress and burnout in staff related to long-term care
resident deaths.

Methods: Participatory action research design. Qualitative individual interviews and focus groups were
carried out within five long-term care homes, Vancouver, British Columbia, Canada.

Findings: Two key themes emerged: Challenges Staff Experienced and Supporting Action Strate-
gies. Challenges are reported under five sub-themes: 1) Differing Expectations, 2) Communication,
3) Acknowledgement, 4) Support, and 5) Education. Supporting Action Strategies to minimize the impact
of resident death on staff are presented under four sub-themes: 1) the Individual: Practice self-care,
awareness, mindfulness; 2) Team: Enhance end-of-life comfort for residents, strengthen support for
families, maximize the use of palliative and spiritual care; 3) Organization: Nurture supportive leadership,
improve communication, education, resources and 4) Higher learning: Build palliative care/emotional prepa-
ration into the curriculum and promote long-term care as a specialist area of healthcare.

Limitations: Results may not generalize to other practice contexts; long-term care homes studied are
part of a faith-based organization.

Implications: Long-term care policy and system changes are needed to support interdisciplinary care staff
and provide them with tools, resources, and supports to prevent burnout and cope with the increasing

stress of working in long-term care.
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Introduction

Context - Rationale, Significance, and Review of
Existing Knowledge

The 2016 Canadian Census highlighted that for the first
time since records began, persons aged 65 and over out-
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numbered those aged 15 and under (Government of Canada
SC. Historical Age Pyramid 2017). As the aging population
has increased, there has been a growing trend for people
to be cared for within their own homes. This has resulted
in a change in the long-term care (LTC) population in care
homes as such care is being accessed at a later stage when a
person's cognitive and physical health are more likely to be
precarious. Despite people staying in their homes longer, it
has been estimated that by 2035, Canada will need 199,000
additional beds in long-term care facilities to accommodate
this aging population (Gibbard R., 2017).

Residents are moving into LTC homes with complex
health conditions, require a high level of care, and for
many of them, long-term care in this setting is palliative
(General Practice Services Committee, British Columbia
Ministry of Health, 2019). It was estimated that by 2020,
39% of residents would die in their LTC home each year
(Menec et al., 2004; MacLean et al., 2000; Spector et
al., 2000). While this trend impacts residents and their
families, it also affects the stress of staff who are already
challenged with caring for what is an unpredictable and
complex care group (Cagle et al.,, 2017; Funk et al., 2017;
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Jahr Svendsen et al., 2017; Woodhead et al., 2016). LTC
facilities are striving to meet this increasing need for com-
prehensive end-of-life care but are not always adequately
staffed or resourced for it. The previously forecasted
resident death percentages for the year 2020 are now
predicted to be much higher than 39% due to the corona-
virus disease (COVID-19) pandemic declared by the World
Health Organization (WHO) on March 11, 2020, which is
increasing the number of deaths in LTC facilities locally,
regionally, nationally and internationally (WHO, 2020;
CIHI, 2020).

The impact of increasing resident deaths on LTC staff
has received growing attention in health care research,
with studies warning that team members’ responses to the
stress generated by residents’ deaths can lead to increased
burnout, ill health, and sick time (Gao et al., 2014; Gorman
etal.,, 2010). Studies also warn that emotional burnout can
be linked to job dissatisfaction, which can, in turn, nega-
tively affect resident care (Aloisio & Estabrook, 2019).

Burnout for nurses and care aides/assistants has been
the focus of several studies (Gorman et al., 2010), but
less attention has been given to the stress responses of
the wider health care team in relation to caring for dying
residents as an ‘occupational hazard'. Concern about this
prompted our research program, in which we asked: “How
are the interdisciplinary team members affected by the
death of the resident they are looking after?” (Puyat et al.,
2019; Leclerc et al., 2017).

Previous studies have identified that older, full-time
workers, long-term care workers, and those with a lower
hourly wage are particularly at risk of burnout (Gorman
et al., 2010).

Phase One of our research (Puyat et al., 2019) confirmed
that staff across the included five LTC sites fell into this
category (i.e., older, full-time workers), but also found that
staff across a wide spectrum of disciplines (and wages)
were at risk of stress and burnout. Given this risk of burn-
out extends to all the members of the LTC team, sup-
ports are needed to help with prevention, as burnout can
result in health risks for staff and their families, as well as
being a significant occupational health problem (Rachel &
Francesco, 2018).

Whilst burnout impacts negatively upon staff mem-
bers, research also suggested that quality of care can be
impacted, with levels of patient satisfaction lower in hos-
pitals where nurses experience high levels of burnout
(McHugh et al., 2011). It should also be noted that staff
burnout in LTC has been linked to elder abuse, stressful
working conditions, low wages, staff shortages, and burn-
out seen as being contributing factors (Hawes, 2003).

In a previous Phase One study, we described and meas-
ured interdisciplinary LTC team members’ stress related
to caring for dying residents. Participants included staff
working in five public LTC facilities in Vancouver, British
Columbia, Canada. In these locations, approximately 35%
of residents were dying each year and 8% of residents
within the first three months after admission (Leclerc et
al,, 2017: Organization's data set in 2013). A survey with
a quantitative standardized questionnaire—the Maslach
Burnout Inventory (MBI) (Maslach et al., 2016; Maslach &
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Jackson, 1981)—examined the additional stress this con-
text may place on interdisciplinary staff (Puyat et al., 2019;
Leclerc et al., 2017). Across a range of practitioners, results
indicated that almost 50% of staff that responded were
experiencing one or more signs of burnout: moderate-to-
high emotional exhaustion (Puyat et al., 2019; Leclerc et
al., 2017). Burnout symptoms were exacerbated by pro-
longed and cumulative exposures to deaths and dying
(Puyat et al., 2019; Leclerc et al., 2017). Moreover, the find-
ings confirmed that many staff in the LTC facilities were
older, full-time workers who had experienced emotional
stress and burnout related to high exposure to dying
residents. Due to the increasing number of LTC resident
deaths annually, Leclerc et al. (2017) considered that these
findings might be similar for workers in other LTC facili-
ties province-wide and beyond.

While the trend of increased deaths is echoed nationally
and internationally (Cagle et al., 2017; Jahr Svendsen et
al., 2017; Marcella & Kelley, 2015; Hasson & Arnetz, 2006),
we have been committed to taking action to improve the
health and well-being of all LTC staff within our organiza-
tion in relation to their care of dying residents and those
residents’ families. Hence, the findings from Phase One
led to this study—Phase Two: Supporting Long Term Care
residents throughout the dying process—Understanding
and addressing related health care provider stress. The goal
of this second study was to identify practice changes and
practical strategies to help reduce and prevent staff burn-
out in long-term care facilities. As the well-being of staff
is linked to the well-being of those whom they serve (indi-
viduals, families, and communities) (Rodney et al., 2013a;
Rodney et al., 2013b; Rodney et al., 2013c; Rodney &
Varcoe, 2012), the hope is that focusing on the well-being
of staff will also improve the quality of care provided to
(dying) LTC residents and their families.

Aims and Objectives
The purpose of this Phase Two study was to:

1. Explore how LTC facility team members are affected
by the increasing number of deaths of the residents
they are looking after;

2. Explore strategies team members would find help-
ful in supporting them to cope with resident deaths;

3. Explore how these strategies can be incorporated
into the ongoing work of the five LTC facilities and
beyond.

Methods

Research Design

As the aim of our study is to understand the experiences
of team members caring for dying LTC residents and their
families, a qualitative methodology was employed (Lin-
coln et al., 2011). Interpretive Description guided this
research as a pragmatic approach that can be used to
develop knowledge for practice disciplines within LTC,
as well as acknowledging the researcher’s existing theo-
retical and practical knowledge of the subject being stud-
ied (Thorne, 2016). We aimed to improve practice in the
LTC sites by using an inductive qualitative exploration of
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long-term care staff members' experiences of resident
deaths.

Ultimately, we are employing a participatory action
research (PAR) design to generate constructive changes to
improve the quality of health care workplaces (MacDonald
C., 2012). Participatory action research is an approach
that seeks to engage people as active participants and
co-researchers to initiate change. In this way, people
become “knowing subjects” and come to value and use
their knowledge, ideas, and experiences to envisage action
aimed at change (Kemmis & McTaggart, 2000; Ladkin,
2004; Reason & Bradbury, 2001).

The qualitative methods we used to collect and inter-
pret data consisted of individual qualitative interviews and
focus groups. Focus groups are particularly well suited
for qualitative data collection in participatory action
research (Ladkin, 2004), as they generate ideas between
participants that might not otherwise appear, while indi-
vidual interviews foster in-depth explorations of individu-
als’ perspectives (Thorne, 2016).

Setting and Sample

Team members in the five LTC sites were to be actively
involved in planning strategies to improve their practice
context. As the research team identified that the research
would have a broad and interdisciplinary focus, a purpose-
ful sampling strategy was used at the LTC sites where eli-
gible study participants included all of the 577 care staff
working in them on a full time, part-time or casual basis.
Only those providing consent participated in the research.
Exclusion criteria included non-clinical staff such as cleri-
cal and administrative staff, volunteers; students and their
instructors; and residents as well as their family members.
This setting and sampling strategy replicated those in
Phase One.

Data Collection

Our study (H16-03170) had its detailed procedures
reviewed and approved by the University of British Colum-
bia— Providence Health Care Research Ethics Office and all
research team members were oriented to the research eth-
ics procedures. As most of the research team were known
as colleagues to potential research participants in the vari-
ous LTC sites, participant recruitment was attended to in a
manner that preserved confidentiality and voluntariness,
which included a research assistant being hired to oversee
the direct recruitment process. Invitation letters were sent
to staff attached to their paystubs. Physicians were invited
to participate in using the on-site mail distribution sys-
tem. A copy of the summary of the Phase One findings was
provided, which references the organization’s LTC team
support website for those wishing to access the full report
(Leclerc et al., 2017).

The majority of interviews were conducted by the prin-
cipal investigator, an experienced qualitative researcher.
Other interviews were conducted by doctoral students at
UBC. All interviews were held in a quiet room at a time,
and a location was chosen by each participant. The time
allocated for the interviews was 1 hour, with interviews
taking 30—-45 minutes.
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The maximum group size for focus groups was 6 (+—1);
this small group number being chosen for reasons of con-
fidentiality, room size, and time. The focus groups lasted
1 hour as this had been agreed with leadership as being a
reasonable length of time for staff to be away from their
work.

Participants signed a consent form before interviews
or focus groups and were given a copy. All participants
completed a confidential biographical sheet. Participants
were asked how they were affected by the deaths of the
residents they are looking after, and about strategies they
have found helpful in coping with this. Further recom-
mended strategies were noted and explored. The inter-
view guides for the focus groups and individual interviews
were similar. Participants were presented with these open-
ended questions:

- How do you find that you are affected by the deaths
of the LTC residents you look after?

- What makes the deaths harder for you?

- What helps to make the deaths better for you?

- What strategies do you think would be helpful in
supporting you to cope with resident deaths?

- What strategies can you initiate?

- What strategies could be done by others or the
organization you work in? Can you think of some
examples?

- How might it be possible to implement the suggestions
you have provided? Who should be involved?

- How could your suggestions be made sustainable?

Field notes were recorded by research team members at
interviews and focus groups to better understand how the
organizational context influenced people’s experiences
(Emerson et al., 1995). Interviews and focus groups were
audiotaped and transcribed verbatim by a professional
UBC-approved transcriptionist and stored securely.

Participants

Thirteen interviews were conducted. Ten focus groups
were held across the five LTC sites, with a total of 57 par-
ticipants. There was some overlap between individual
interview and focus group participants with three people
(2 Social Workers and 1 Registered Nurse) participating in
both. Overall, there were 67 unique participants. A large
majority of direct care staff groups in PHC LTC were repre-
sented — resident care aides, dietitians, nurses, physicians,
rehabilitation assistants, social workers, spiritual health
practitioners, physical therapists, occupational therapists,
music therapists, speech and language pathologists, and
arts and crafts workers.

Data Analysis and Rigour

Stage One of Data Analysis

After transcripts were anonymized, all team members
immersed themselves in the data by reading and re-read-
ing the transcripts and researcher notes. The researchers
then selected quotes that they felt were poignant and/
or most representative of the data. As the collection
and transcription progressed, the team met regularly to
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discuss and identify overall inductive themes. Data cod-
ing was inductive and proceeded from ‘close readings’ of
what participants said toward these more abstract themes
(Thorne, 2016).

Stage Two of Data Analysis

Analytic charts were used to organize the quotes and
researcher notes into categories, themes and sub-themes.
Credibility of findings was established by analyst triangu-
lation.

Example from analytical chart:

Theme Challenges staff experienced

Sub—theme Differing expectations

Category/Node Family expectations

Transcript “We started to communicate with the family
quote [as to] what is the expectation. But still,

you know... they're not necessarily [able] to
accept it."

Stage Three of Data Analysis

This commenced with the initiation of the NVivo (QSR
International Pty Ltd., 2018) coding program to organize
data on the basis of key data ‘nodes’ developed in stage
two. Two coders coded data in NVivo: a UBC research assis-
tant with experience using NVivo and a Co-investigator.
NVivo was used by the research team to organize/retrieve
data and to help confirm and further expand on the the-
matic analysis findings from the earlier stages of data anal-
ysis. Team members carefully and systematically reviewed
the analysis and further developed the findings using this
clearly coded evidence.

Interim findings were presented to an internal confer-
ence attended by staff and management to review and
refine findings and recommendations.

Data from the research was used to generate and con-
solidate planning for action strategies, in keeping with
our PAR approach. Recommendations for short- and long-
term change to better support staff caring for dying resi-
dents in LTC—and ultimately better support the residents
and their families—were profiled.

For reliability, all notes, transcripts, and meetings were
documented. Also, in terms of reliability, we note that
the context of the case sites was stable during the time
of the fieldwork; however this has changed markedly
since the onset of the COVID-19 pandemic, as we discuss
later.

Findings
A. Demographic Data: Table 1
The majority of the participants for both individual inter-
views and focus groups were over 45 years of age. No data
were collected about the ethnicity of the participants.
Most participants have worked at these five LTC sites
for more than five years, and most worked at one site. Men
accounted for 14% of participants in the focus groups and
near 8% in the interviews. More of the interviewees were
part-time employees, most likely because this was the
more flexible way in terms of timing of participating than
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the focus groups. There was a good mix of professional
groups in the study.

Table 1: Demographic data.

Interview Focus Group
Count % Count %
Sex
Male 1 77 8 140
Female 12 923 43 754
Not reported - - 6 10.5
Age Group
Under 36 1 77 6 105
36to 45 1 77 10 175
46 to 55 3 231 18 316
Over 55 5 385 17 29.8
Not reported 3 231 6 10.5
Job Category*
RCA - - 18 316
RN# 3 231 7 123
Spiritual Health 3 231 2 35
Practitioners
Allied: RD, OT, PT, SW#, 5 385 10 175
MT, SLP
RA, AW - - 13 228
Physicians (MD) 2 154 - -
Not reported - - 7 123
Length of Employment, years
Less than 1 year 1 77 4 70
1-5 years 1 77 9 158
6—-10 years 3 231 11 193
11-15 years 1 77 5 88
More than 16 years 4 308 22 386
Not reported 3 231 6 10.5
Job Status
Full-Time 4 308 38 66.7
Part-Time 5 385 10 175
Casual 1 77 3 53
Not reported 3 231 6 10.5

Note: *RCA, resident care aides; RN, registered nurses (includes
specialized registered palliative care nurses, registered psychi-
atric nurses);

RD, registered dietitians; OT, occupational therapists; PT, physi-
cal therapists; SW, social workers;

MT, music therapists; SLP, speech and language pathologists;

RA, rehabilitation assistants; AW, arts and craft workers;

MD, medical doctors.

Note: #67 unique participants overall, due to the overlap of 2
SWs* and 1 RN# between interviews and focus groups.



Pott et al: Death in Long-Term Care

B. Thematic Analysis
Thematic data analysis revealed two key themes:

Theme 1: Challenges Staff Experienced — when
caring for dying residents
Five sub-theme categories emerged, namely
Differing Expectations, Communication,
Acknowledgement, Support, and Education.

Theme 2: Supporting Action Strategies — recom-
mended to help staff cope better with challenges
and reduce the risk of burnout
Four sub-theme categories emerged, namely
the Individual, Team, Organization, and
Higher Learning.

Theme 1: Challenges Staff Experienced

Differing Expectations

Participants spoke of feeling challenged when expec-
tations around care differ between team members or
between staff and families. They highlighted that this
could be as a result of differing beliefs around death and
dying, cultural differences, denial (by a family member),
internal family conflict, or lack of understanding regard-
ing the resident’s condition and prognosis:

We're not a homogeneous group. It's a very mixed
group, mixed backgrounds, mixed belief systems.
People bring their belief systems and what they
value to work. And if we don't sit down and talk
regularly, openly about it.. (Interview Participant 4
[L.P4]).

This can be heightened due to the changing demographic
of residents.

You don't see the frail elderly who have no medi-
cal comorbidities ..who are just here because they
can't walk very well anymore..... I suspect that the
pressure on acute care beds has caused people to be
discharged from hospital sooner than they would
have been in the past, so they can arrive still fairly
acutely ill.., or unstable even medically sometimes
because of bed pressures in acute care (I.P12).

Participants also highlighted the stress of caring for resi-
dents who have multiple and complex needs:

We're becoming a hospice, but also, now we're get-
ting younger people with mental health or drug
addiction problems. It's multi-layered with too lit-
tle resources (I.P8).

Discussion around goals of care as well as serious illness
conversations are ways in which staff seek to prepare fami-
lies regarding their loved one’s deteriorating health. It was
highlighted that it's not always easy for family members
to accept the reality of the situation and their expecta-
tions around care may, therefore, differ from those of the
care team:
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Feeling that families are not ready to hear...and so
not wanting to traumatize the family or take them
to a place where they are not ready to go.. espe-
cially if what they're hoping for is not matched by
what is happening (1.P4).

Participants explained that they try to be mindful of the
family's grief process, but find it challenging when the
resident, family, and team members have different under-
standings and expectations, which can mean that moving
to a palliative approach to care can be difficult to initiate
or sustain.

We started to communicate with the family [as
to] what is the expectation. But still, you know..
they're not necessarily [able] to accept it. When we
see the physical changes, we start to approach the
family and then let them know... so they get more
prepared. But still, it's very challenging (Focus
Group 8 Participant 8 [FG8.P8]).

When acute interventions are expected and requested by
the family with the aim of prolonging the resident’s life,
some participants reported experiencing moral distress
when they felt a life prolonged by acute intervention
resulted in prolonged suffering or poorer quality of life
for the resident:

We have to make sure that they understand that if
they want to prolong life...then how much of the
quality of life is being compromised? (FG8.P2)

Staff also described feeling sadness when a transfer to
acute care results in a lack of closure and opportunity to
care for the resident in their own “home”:

If we keep the resident here when they are dying,
the last moments here could be comfortable and
beautiful (FG3.P2).

Participants spoke of complicated grief related to the cir-
cumstances surrounding a death. Sudden, unexpected
death can be very difficult for staff, especially if they may
feel it could have been prevented:

There’s a complicated grief that some staff might
have around the circumstances of the death [as]
there are accidental deaths as well. ...that's a
whole different layer of burden as well; about
human responsibility (1.P1).

Participants also voiced experiencing stress when they
felt there was the expectation that they are able to man-
age their workload, yet this can be difficult due to the
high demands and complexity of resident needs. They
described feeling sadness and moral distress if not able to
be there when a resident dies:

They grieve; they want to be with their residents..
but the truth is, they don't have the time (I.P8).
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Communication

The second sub-theme of Challenges Staff Experienced was
communication. Participants highlighted the importance
of timely and sensitive communication in trying to ensure
that all members of the team (including resident and fami-
lies) are ‘on the same page’, pointing out that challenges
can arise when effective communication does not happen
due to, for example, workload and time restraints.

They identified the need for early conversation and
more team meetings with family to connect, inform, and
build trust:

So I think it's very good to start with that kind
of good communication then if [the resident] is
declining, you can explain to [the family], and they
would trust you because it's not one-day friendship
(FG8.P6).

Staff also described the challenge of difficult conversa-
tions' such as knowing what to say to comfort families fol-
lowing the death of a loved one:

What will I say to the family? I feel sorry, but it's so
hard...I find that it's stressful sometimes when we
think we maybe said the wrong thing (FG10.P7).

Informing co-residents of who may be sick or near end-
of-life can also be difficult and might result in an indi-
vidual not hearing that a fellow resident has passed away.
Participants spoke of how communicating the death of a
resident to a co-worker needs to be timely and carried out
with sensitivity:

It's about how you tell colleagues that someone’s died
because not everyone's dying on your watch..how do
you pass on that information respectfully? (1.P2)

Improved communication between staff members was
seen as important, especially with the aim of informing
all staff and volunteers when a resident declines or dies:

Physicians were calling team meetings proactively
when resident status is changing (I.P4).

Participants also spoke of how a culture of safety should
be nurtured for staff to feel comfortable asking for help or
communicating concerns.

Acknowledgment (Dying Resident)
The third sub-theme of challenges was acknowledgment,
which had two dimensions, namely acknowledgment of
the dying resident and acknowledgment from the organi-
zation of the difficulties staff face.

Acknowledgment of a person nearing death or having
died can be difficult due to heavy workload and time
constraints:

You just don't have time to accept the loss ..you
don't have time to process how you feel about it
(FG2.P4).
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This lack of acknowledgment can result in staff feeling
there has been a lack of closure and can lead to suppressed
and complex emotions of grief:

I really struggle with the one I didn't get to say
goodbye to”, “In my mind, I should go there, but
I'm too busy (FG4.P6).

Participants voiced the need for space and time to both
acknowledge the resident, say goodbye, and the provision
of dedicated space where they can recover:

If there is a private space that I do get to go and pay
my respects, that gives me closure (FG4.P6).

Participants also highlighted the importance of having
acknowledgment from the organization regarding the
unique challenges they face. The ongoing losses that
they experience take their toll, and support is requested
from the organization to develop and maintain
resilience.

it's like being part of a family and losing somebody.
It's important that this is acknowledged, that this is
not just treated as part of the job (FG1.P1).

recognizing the wear and tear it has on the people
providing the service. It's not just a one off...it's a
continuous, repetitive thing that happens again
and again (FG1.P6).

We've had a run of five people dying on the floor in
two weeks. I just don't want to go there right now...
but still come to work (FG1.P1).

Support

The fourth sub-theme of challenges was support, which
had two dimensions, namely the need for emotional
support and for clinical support.

In terms of emotional support, participants highlighted
the challenge of coping emotionally when caring for dying
residents and the need for support in dealing with com-
plex emotions such as guilt, grief, fear, angst, and distress.
They warned that failure to address these emotions could
lead to burnout. In researchers’ field notes for the focus
groups, a small number of participants were observed
to be visibly emotional (i.e., tears in eyes, weeping, head
down body language) when discussing the deaths of their
residents and how it had impacted them.

Grief is such a heavy thing that you don't recognize
until it catches up with you at some point in time
(FG6.P3).

It's not just the work grief. It's your own personal
grief that you bring to the table too (1.P2).

Participants described how it is emotionally challenging
for staff when a resident passes away, and when the bed is
filled immediately.
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We don't even have time to grieve or even say, Test
in peace.” We have to go..empty the closets, do all
these extra things..put the clothes in the closet—,
We don't even have time to grieve. | know we have
to fill the beds, but there's no time (FG5.P3).

And suddenly, there's another person there... It's
very, very hard because it feels like it pushes aside
the memory (1.P4).

The emotional connections staff have with residents and
families makes them vulnerable to greater loss when a
resident passes away:

When | came back, I learned that he died..I went
home that day. I was just doing my dishes; I was
crying (FG10.P5).

Participants spoke of how depersonalization can occur as
a defense mechanism if they are not provided with ade-
quate support, which can, in turn, adversely affect care.

.And they've experienced enough loss that they
don't want to experience it anymore. I've seen a
lot of staff who become very burnt out and simply
turn off... (I.P4).

Almost like, you know, you feel emotionally numb
because it's happening all the time (FG10.P1).

Participants highlighted the need for support in caring for
themselves and when caring for their own families.

We're in health care, but who's caring for us?
(FG1.P6)

It's hard for people who are giving their whole
emotional selves to the job (FG1.P4).

I really think that the human part of us has to be
touched because I think that's the best of us that
we give in our care (I.P8).

In terms of the second element of support, participants
described how insufficient clinical support at key times
could increase their stress. There can also be moral
distress felt by individuals if they are unable to be pre-
sent for other staff at key times due to their contracted
hours:

You're in sort of multiple roles on the phone.
You're trying to manage the patient, you're trying
to manage the emotions of the [staff], you're try-
ing to teach the [staff], and you're trying to manage
your own emotions and solve the case at the same
time (L.P13).

It was highlighted that provision of support in terms of
‘buy-in’ from all the team to initiate palliative care can be
challenging at times, and moral distress is reduced when
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all team members are ‘on board” ‘Everyone on the same
page..really matters’ (I.P9).

Specialist palliative care services are viewed as an essen-
tial part of the LTC team; however, staff report that they
are at times underutilized. Participants also spoke of how
underutilizing spiritual care services and support can
increase feelings of moral distress and that when the fam-
ily and resident receive spiritual care at the end of their
life, they feel that the resident has been well supported
and has had the opportunity to be at peace.

Education

The fifth sub-theme of challenges faced by staff encapsulated
the need for enhanced coaching and education to increase
knowledge, skills, and confidence. When asked about what
support they had to prepare them for death in long-term
care, participants spoke of the need for the realistic expecta-
tion to be set early as part of their orientation to LTC:

When you were orienting to residential, did you
receive any information on death and dying? (FG9
Interviewer)

Not really specifically that... I think that would help,
just, you know, someone to just kind of frankly ask..
how do you feel about death and dying. Because
there’s a good chance you're going to encounter it
here..“I'm a new grad, and to just really kind of ask
yourself, am I ready to be seeing this? Am I ready to
experience it, you know? If I can kind of imagine it,
how am I going to react? (FG9.P1)

It was suggested that the opportunity to complete core
competencies in palliative/end-of-life care be offered to
staff, as some mentioned that this had not been a com-
prehensive part of their training. This training should also
include education regarding emotional preparation to
equip them for working in long-term care:

in school, there was very little acknowledgment of
people that you work with might have emotions,
and you might have emotions too... (FG1.P4).

Many participants highlighted the challenge of ensuring
that families are provided with comprehensive and timely
education:

A lot of people don't know Alzheimer's is a termi-
nal illness.. (IP.2).

Also, they identified the need for coaching families on how
best to support the resident and other family members:

Sometimes we end up explaining to the family..how
to respect the needs/wishes of the resident (1.P2).

Theme 2: Supporting Action Strategies

This theme had four sub-themes, namely the Individual,
Team, Organization, and Higher Learning of levels of sup-
porting strategies.
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The Individual

At the level of the individual member of staff, participants
identified the following approaches they have used to
support themselves.

Practice self-care, awareness, mindfulness — many high-
lighted that caring for the self is an essential part of build-
ing resilience and gave examples of participating in exercise
and leisure activities with friends and family, of creating a
healthy balance between home and work. Staff also spoke
of the importance of self-awareness and activities that pro-
mote mindfulness such as meditation and yoga:

Purposefully taking half an hour or something
when I get home to do, like, a little bit of yoga
or something to, like, let my mind separate from
work... (FG1.P4).

Taking time to say goodbye — participants highlighted the
importance of being proactive in regard to anticipating
the grief that may follow after a resident dies. It was sug-
gested that time should be taken to say goodbye to the
resident, as well as attending memorial services:

It's important to be able to acknowledge and say
goodbye to a resident. If you only have five minutes
to say goodbye to a resident, just do it (FG1.P5).

Taking time to debrief and reflect — was viewed as being a
high priority for all staff when caring for dying residents
in LTC, just as it is incorporated into the day for staff who
work within hospice care:

It should be assumed that time needs to be given
to grieve and debrief; this is part of the job (I.P1).

Team
At the team level, participants noted the following aspects

of support.

Building and nurturing relationships: “Being on the same
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cians having serious illness conversations to help mentally
prepare families earlier and calling team meetings proac-
tively when resident status is changing:

We want to be on the same page for when I call you
at 3:00 in the morning, and I'm tired, and you're
tired, and Mom is sick. And we don’t want to be at
that point figuring out what we should do, but we
should already be at some agreement about what
the plan would be.. (I.LP11).

Participants highlighted that conversation with the fam-
ily should ideally begin in acute care if the resident has
come from that sector, so there is an opportunity to set
realistic expectations before the person moves into long-
term care.

Working with acute care to help them initiate con-
versations with resident and family about transi-
tioning to a palliative approach to care before mov-
ing patients to LTC (FG10.P3).

so I have more than once actually phoned acute—I
should do it more often—and sort of appealed to
them to speak with family or a competent resident
about what's really going on and what the progno-
sisis (I.P13).

Early involvement and effective use of the Palliative Care
Team (where available, as was the situation in the case
sites) was also recommended when residents move into
LTC, so that team’s relationships and trust are built with
the family in the initial stages, even before a resident is
deemed palliative:

Meeting all of the families, letting them know how
you would be a support to them whether it's now
or down the road (1.P1).

Family comfort — it was suggested that physical comforts

page matters” — participants highlighted the importance
of teams communicating regularly to ensure they are
‘on the same page’ in supporting the resident and family
towards acceptance:

This may include the gentle repeat of information.
We have to honor the family's journey. Everyone
has their own grief time frame..you can’t push that
(LP2).

Teams are also encouraged to ensure all staff is informed
about the resident decline or death. Communication
within teams should be comprehensive and inclusive of
all, including volunteers (when appropriate) and rehabili-
tation staff.

Supporting Families — participants reported that connect-
ing early and regularly with resident’s families can help to
build positive relationships and trust. This includes physi-

such as larger rooms, comfortable chairs, and overnight
stays could all provide the family with support when their
loved one is dying. The regular presence of staff, even if for
just minutes at a time, can provide the family with com-
fort, reassurance, and feeling of safety:

The power of the check-in..Can I make you tea or
coffee... snack or sandwich? — so families don't
have to leave; a comfort basket (FG10.P6).

Resident Comfort — was of great importance to the partici-
pating staff, who voiced experiencing distress if a resident
dies in pain or alone. It was stated that staff from all disci-
plines need time to provide presence, touch, and comfort
care:

Important to moisturize mouth and lips. Putting
on soft light at night..I feel so bad if someone dies
in the dark (FG7.P1).
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It was also suggested that teams utilize trained volunteers
from the community or religious organizations to provide
client comfort and support:

More time to give support at the end..just to be
there to hold their hand (FG5.P3).

Integrate a Palliative Approach to Care — appropriate use
of existing palliative care resources was thought to help
ensure that residents and families are provided with pri-
vacy and dignity:

Keeping the palliative care room as a sacred space
for dying residents (I.P1).

Participants were also encouraging teams to foster a cul-
ture of comfort with speaking the language of the pallia-
tive approach, as well as normalizing end-of-life conversa-
tions, i.e., not being afraid to use the word death, including
the phrase a good death’. Through mentoring and educa-
tion, it was felt that comfort could be developed for staff
in talking to families following the death of a loved one.

Spiritual Health Services — participants recommended
there be spiritual support referral processes and that staff
are aware of their scope and how to use them. It was seen
that the role of these services is to support staff and family
as well as residents:

| think spiritual health here is really good. You
know, they're very comforting (FG4.P3).

Suggestions also included honoring the deceased resident
at the time of death, such as with flowers on the body and
bed after the person passes, a quilt over the body when
they are moved from the facility, and staff to accompany
the body and families when the funeral home service
arrives:

People gathered and stood by the gurney that was
taking this [resident’s] body out .. the flag had
been put over [the gurney].. people said it was so
respectful and so lovely (I.P4).

‘Mini" memorial services on the specific units were seen
as being a timely way for staff to be able to acknowledge
the resident’s death soon after they have died. It was sug-
gested that these could be facilitated by a member of the
interdisciplinary team. More formal memorial services led
by spiritual health practitioners provide opportunities for
staff to connect with families in a service of remembrance.

Organization
At the organization level, participants highlighted the fol-
lowing support strategies.

Education for staff — appropriate ongoing education for
staff, especially regarding the palliative approach, person-
ally dealing with grief and loss, and information regarding
the dangers of burnout:
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Seeing the Burnout scale was so helpful (I.P6).

Participants also recommended there is coaching for staff
on how to inform other residents about a dying/deceased
resident. Such coaching is seen as a way of increasing staff
knowledge, confidence, and comfort with difficult conver-
sations.

Learning resources for families — a readily understandable
brochure can be made that is easily accessible for the fam-
ily members:

There's a lovely brochure that we can give to peo-
ple close to the end of the process — the family
might be sitting at the bedside and not know what
to do.. just gives them some tips on how to be with
someone (I.P2).

Education sessions for the family were also suggested as
a means of empowering families with knowledge and
understanding regarding the palliative approach to care:

if we are able to educate families better about what
to expect in residential care, about what frailty
really means, about dementia as a terminal illness..
then the conversation would be different and bet-
ter for both parties (I.P13).

Supportive leadership — staff valued supportive leadership
and highlighted that it is important for leaders to attend
memorial services and that they encourage staff to do so.
It was also suggested that leaders should debrief regularly
with staff:

To get the group of staff at that moment, and just
do a 10-minute debrief to see what they're feeling
at that moment (FG2.P3);

I might not be able to fix that situation, but just
having that chance to care and..hearing it out
(FG2.P3).

Participants highlighted the importance of leadership,
acknowledging staff grief and stress:

important to staff that they have the acknowledge-
ment from the organization regarding the unique
challenges they face.. and these challenges should
not just be treated as part of the job (FG6.P2).

Sufficient Resources — participants discussed how increas-
ing staffing levels when a resident is dying could help
ensure that the level of care given is more in-line with
hospice care. They also voiced that allowing greater flex-
ibility of staff schedules when requesting time off would
enable staff to be more proactive in managing their work/
home life balance and could assist in the reduction of staff
burnout. It was also suggested that an increase in physi-
cian contracted hours could help to reduce the moral dis-
tress of the physicians who feel conflicted when having to
provide consults over the phone.
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Regular opportunity to debrief, built into the working
day, was viewed as being very important. Staff highlighted
the importance of allocating physical space for them
to grieve and debrief, as well as in-house psychosocial
support.

Higher Learning

At the level of higher learning, participants felt that con-
necting with professional organizations regarding build-
ing in palliative care and managing death and dying into
the curriculum may help to provide enhanced emotional
preparation for healthcare staff working with residents
at the end of life. More education highlighting dementia
as a terminal illness was seen to be needed to increase
knowledge and help to create realistic expectations for
staff working within LTC. Participants also emphasized
the importance of LTC being promoted as a specialist area
of care:

In long-term care, we're kind of seen like the bot-
tom of the rung (IP.2).

Limitations Of This Study

Itis possible that 1) findings may not generalize to other
practice contexts, i.e., transferability; we note that the
LTC homes we studied are part of a faith-based organiza-
tion; 2) administrative staff from our organization were
consistently supportive of the research process and find-
ings throughout our research; other similar research
projects may encounter administrative challenges that
our research team did not have to navigate and 3) we
may not have heard from potential participants who
had lost faith in their ability to influence care delivery
or were unable to participate due to heavy workload
demands.

Discussion and Implications

Phase One of this study showed loyal, committed inter-
disciplinary staff who have low levels of depersonaliza-
tion and a high sense of personal achievement (Puyat
et al., 2019). However, the Phase One study highlighted
that almost 50% of these interdisciplinary LTC staff
were experiencing moderate to high levels of emotional
exhaustion, which can be an indicator of burnout (Puyat
et al,, 2019). Concerns about this prompted this Phase
Two study, which focused on qualitative interviews and
focus groups to examine the perspectives of LTC staff
from a wide range of disciplines regarding the challenges
dealing with dying and death in LTC facilities and the
supportive strategies that may help reduce the risk of
staff burnout.

Participants described the challenges and complexi-
ties of care involved in providing direct care to dying
residents. These included difficulty negotiating relation-
ships with families, different expectations around care
(families, residents, and team), and intense thoughts
and emotions associated with grief. Challenges were
divided into five sub-themes, namely differing expec-
tations (staff, family, resident), communication (with
teams, families, and residents), need for support, need for
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acknowledgment, and lack of education for staff and fami-
lies. In light of these challenges, participants were asked
what strategies they would recommend as being helpful.
Supportive action strategies are suggested for the levels
of the individual, team, and organization, and for higher
learning.

At the individual level, the value of self-care is empha-
sized with the recommendation that LTC interdiscipli-
nary staff should work with the expectation that their
self-care is essential in this line of work. Time and space
to say goodbye to residents and to grieve/debrief is also
an important element of self-care and should be built
into the working day (as it is on palliative care units
and within hospice care). It was highlighted that within
hospice care, there is a clear patient prognosis, goals of
care are clear, and death is expected. In comparison, LTC
staff are working with an unpredictable, complex care
group, and the expectation from family and staff around
the goals of care may differ. The need for system level
changes is needed to ensure that residents and family
are adequately prepared for discussion regarding goals
of care when transitioning to LTC from acute care or the
community. After move-in, the early conversation should
take place with the family regarding end-of-life care
when residents have a chronic life-limiting diagnosis,
such as dementia.

On an organizational level, increased resources, consist-
ent workplace programs, and initiatives that attend to the
psychological and physical well-being of staff across all
care categories and disciplines are recommended, includ-
ing in-house psychosocial support.

Also recommended are specialized communication
skills workshops, the introduction of Core Competencies
in Palliative Care for all LTC staff and physicians, team-
building workshops, the involvement of Occupational
Health and Safety (OH&S) in the provision of educational
needs of staff to enhance emotional wellness as well as
end-of-life care and emotional preparation built-in to pro-
fessional curriculum education.

Our study focused on the opinions of a diverse inter-
disciplinary care team whom the demographics show its
members have remained in their positions for a prolonged
period (5 years or more), which suggests that they possess
a degree of resilience. It should be emphasized that qual-
ity, committed, interdisciplinary staff working in LTC are a
very valuable resource. Studies have warned that in some
areas such as in the United States of America, workers are
leaving LTC settings at rates that outpace other industries
significantly (Frogner & Spetz, 2015). This indicates that
staff in some areas are leaving positions faster than they
are entering them, which is very concerning given the
increasing need for LTC staff due to an aging population
as well as the stress on the LTC system from the current
worldwide COVID-19 pandemic.

Although we are five years into the program of work
discussed in this paper, the situation in LTC changed
abruptly with March 2020’s surge of global coronavirus
cases. We believe that the recommendations/findings are
now even more relevant and support for long-term care
staff is more urgent than ever. Any discussion about the
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strategic organization and implementation of the rec-
ommendation data provided by LTC staff must now take
into account the “new world” context the COVID-19 pan-
demic is leaving in its wake. Since that time in March, LTC
facilities across Canada (and worldwide) have experienced
infection and mortality rates of LTC residents many times
that of the general population. Media attention, public
outcry, official public inquiry (and even the need for sup-
port from the military) have exposed the systemic lack of
preparedness from areas of leadership, both political and
professional, as well as weaknesses in the LTC system not
just in Canada but globally.

Conclusion

The staff in the LTC sites in this study demonstrated a
high degree of resilience and compassion in the face of
multiple challenges while caring for dying elders, but also
highlighted the suffering and harm they are vulnerable to
as a result of these challenges and their hope and determi-
nation for change. Their recommendations build on their
strengths and resilience while hoping to remove obstacles
and obtain much-needed resources to address their burn-
out and moral distress.

It is, therefore, essential that LTC receives generous
investment and provisioning in line with other sectors
of health care and that this investment prioritization
includes the investment in the LTC staff themselves. For
the multi-level strategies (Individual, Team, Organization,
and Higher Learning) to be effectively integrated, they
need to be embraced by leadership (government and
organization), enthusiastically practiced by individuals
and teams, enhanced through further research and devel-
opment, and shared through higher education and profes-
sional development.

The excellent care LTC staff offer to frail residents,
especially through the dying process, depends so
much on their own emotional, physical, and spiritual
health.

It's important to acknowledge that it's not easy,
and that's actually tied into the quality of care we
can give our residents (FG1.P14).
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