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Abstract

Background: Home-based palliative care is a growing trend, necessitating a deeper
understanding of the unique challenges faced by professional staff members in this

setting. The shift to home-based care has been driven by advances in technology, changing
demographics, and a move toward more patient-centered approaches. As a care setting, the
home environment offers distinct characteristics, presenting both advantages and drawbacks
for patients and healthcare providers.

Objectives: This study aims to explore the experiences and perceptions of professional staff
members providing palliative care in patients” homes.

Design: A qualitative descriptive study.

Methods: Qualitative study with 36 home-based hospice professionals using questionnaires
and interviews. Thematic analysis identified key themes in staff experiences and challenges.
Results: The central theme of “The Professional Guest” highlights the hybrid identity and
boundary role professional staff members must navigate, being both medical professionals
and guests in the patient’s domain. Four sub-themes emerged: (1) Observing and Applying,
emphasizing the conscious scanning of the home environment to build trust and tailor care
plans; (2) Asking for Permission, respecting the patient’s territory and adapting to their
norms; (3) Expecting the Unexpected, maintaining flexibility and improvising in unfamiliar
situations; and (4) Preparing the Ground for Your Absence, equipping patients and families
with comprehensive self-care guidance during professional staff members’ absences.
Conclusion: The “Professional Guest” phenomenon captures the complexities of providing
care in patient’s homes, necessitating a delicate balance between professionalism and
personal vulnerability. Specialized training programs and policies should be developed

to support professional staff members in navigating this hybrid identity and effectively
negotiating the boundaries between professional and personal spheres.

Plain language summary
Home visits for end-of-life care: understanding healthcare workers’ experiences

This study looks at how healthcare workers feel about providing end-of-life care in
patients’ homes. As more people choose to receive care at home rather than in hospitals,
it's important to understand the challenges healthcare workers face in this setting. The
researchers interviewed 36 healthcare workers from different backgrounds who work for a
home-hospice service in Israel. They found that these workers often feel like “Professional
Guests” in patients” homes—they need to be both medical experts and respectful visitors.
This can be tricky to balance. The study identified four main ways healthcare workers
handle this situation: They carefully observe the home environment to build trust and plan
care. They ask permission before doing things, respecting that they're in the patient’s
space. They stay flexible and ready for unexpected situations. They teach patients and
families how to manage when healthcare workers aren’t there. The study concludes that
providing care in patients’ homes is complex and requires a delicate balance between
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being professional and being personally involved. The researchers suggest that special
training programs and policies should be created to help healthcare workers navigate
these challenges and provide the best possible care for patients at home.

Keywords: end-of-life care, homecare visits, palliative care, professional-patient relations,

qualitative research
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Introduction

Previously, home and end-of-life care were stand-
ard social practices, typically the only choice for
meeting medical and social needs.! During the
20th century, advances in technology, science,
and society led to the rise of institutionalized
medical care, especially in Western nations, shift-
ing these responsibilities from individual homes
to state and technology-driven settings.
Consequently, hospitals became viewed as the
default and safest environments for complex,
chronic, or terminal care.?

Recent years have witnessed a shift in the percep-
tion of health and well-being in the Organization
for Economic Cooperation and Development
(OECD) countries,? driven by the development
of technology and modern medicine, coupled
with changing demographics, including an aging
population and an increase in the prevalence of
chronic diseases. There has been a transition
from a reactive approach to healthcare to a pre-
ventive and proactive one, based on home and
team-based care transitioning between hospital
settings.*°

This trend is growing, as there is pressure on vari-
ous population groups to avoid prolonged hospital
stays,’”8 particularly toward the end of life.%1° The
rationale lies in the belief that home settings expose
individuals to fewer infections, preserve the
patient’s sense of identity and comfort, promote
independence, maintain symptom management,
and cater to the essential needs of both the patient
and their family.!"13 The COVID-19 pandemic
has accelerated this trend, with many severely ill
patients preferring home-based care.14-16

Similar to those changes, home palliative care
policies are also rising.!7-19 Palliative care aims to
alleviate suffering and enhance the quality of life
for patients with chronic or terminal illnesses and
their families. It involves an interdisciplinary
approach, addressing medical, emotional, social,

and spiritual needs.?20 Palliative care provides
symptom management and addresses physical,
emotional, and spiritual issues while respecting
patients’ choices, beliefs, and values.?! This
approach can be initiated upon diagnosis and
continue alongside curative treatment, including
end-of-life care and bereavement support.??
Home-based care involves the regular provision
of home visits by clinicians (e.g., physicians,
nurses, social workers, and other multidiscipli-
nary professional staff members), and in Israel is
a benefit covered by the HMO (Health
Maintenance Organization, also known as Kupat
Holim).?324 Around 3% of the population over 65
are cared for by home care services.?>

However, community preparedness to deliver
home-hospice services is lacking, leading to most
patients being referred to hospital treatment or
receiving palliative care only in the advanced
stages of their illness.2° As a care setting, home-
based care offers distinct characteristics, pre-
senting both advantages and drawbacks. One
primary advantage is the comfort and familiarity
it provides, contributing to patients’ emotional
well-being, and allowing for personalized care
plans tailored to individual needs and prefer-
ences.?” In contrast to the hospital setting, home-
based care fosters a less formal relationship
between professional staff members and patients,
governed by fewer norms and rules.2® Professional
staff members in home settings do not have a
clear and predefined status, unlike in hospitals.
The physical environment of hospitals shapes
the staff’s image in the patients’ perception,
influencing relationship dynamics, expectations,
and the role assigned to them by the patients.??
In home-based care, there is a shift in power
dynamics: ownership of treatment and the treat-
ment environment are not solely in the hands of
the professional staff member. This situation
creates a process of negotiation on various
aspects of care, which does not occur during
treatment in the hospital setting.3°
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The asymmetry in the relationship system
between professional staff members and patients
in home-based care is described in various con-
texts but is not necessarily fixed and can change
throughout treatment and changing circum-
stances.?8 Often, patients receiving home-based
care expect maximum adaptation to their needs
by professional staff members, as well as much
greater openness in terms of personal exposure
and the quality of the relationships formed.28:3!

For professional staff members, there is a height-
ened awareness that they are operating in the
patient’s “territory,” and this influences their
conduct. Home-based care allows for an under-
standing of the patient’s natural environment,
family dynamics, and the development of broader
relationships while providing comprehensive
care. Professional staff members consider their
steps carefully, maintaining a neutral demeanor
(i.e., not standing out and avoiding influencing
family relationship dynamics), with considerable
awareness and sensitivity to the home environ-
ment and their impact on the patient and their
family.32 Moreover, professional staff members
devote significant thought to preserving the
patient’s privacy in a space that is not their own,
such as knocking before entering, requesting pri-
vacy when sharing medical information, and
more.33 There is also a significant influence by
professional staff members on the primary car-
egiver’s sense of competence, reducing anxiety,
and even enhancing the family members’ connec-
tion to the meaning of therapy.34

The relationship formed between the professional
staff member and the patient at home is seen as
central, impacting the patient’s condition and
how they cope with the challenges of the dis-
ease.?® This relationship is built gradually and
involves establishing trust as a therapeutic
goal,35:3¢ as well as highlighting that the patient
primarily values interpersonal relationships with
their professional staff members. They emphasize
the quality of communication and the sense of
respect, security, and trust they feel, rating these
elements above all other aspects of the profes-
sional staff members-patient relationship and the
overall quality of care.?8:34

Home-based care and its complexities may leave
professional staff members feeling uncertain in
navigating their roles as team members, as

compared to care settings outside the home.3”
Adapting to each patient’s unique home environ-
ment is described as a major challenge, requiring
open-mindedness, non-judgmental perspectives,
and flexibility. This adjustment is essential in
terms of respecting family dynamics and values,
as well as providing quality care in unconven-
tional living conditions.?® Close contact with
patients’ families is frequently cited as demanding
for home care professional staff members.32

Building a caring yet professional relationship
with patients in their homes is regarded as a more
critical responsibility for professional staff mem-
bers than in institutional care, demanding
enhanced interpersonal abilities and attentive-
ness,?* and sometimes described as isolating3?
and vulnerable.3® Fostering mutual trust and col-
laboration with patients and families, while main-
taining clear roles and boundaries, is paramount.38
Furthermore, professional staff members may be
exposed to the emotional challenges faced by
patients’ loved ones, such as grief, separation,
anger, frustration, and anxiety.40

The study aims to explore the experiences and
perceptions of professional staff members in
home-based palliative care, focusing on under-
standing their roles and challenges in providing
end-of-life care at home. Additionally, it seeks to
refine the conceptualization and articulation of
the complexities inherent in home-based hospice
care. By gaining insights into these staff members’
unique challenges and needs, the research seeks
to inform training programs, shape policies, and
enhance care strategies for terminally ill patients
in home settings.

Method

Design

The study employed a qualitative content analy-
sis approach using two data collection methods:
written questionnaires with open-ended resp-
onses and semi-structured in-depth interviews.
This design was chosen to explore and under-
stand the complex experiences of healthcare
professionals in home-hospice care.2?8:3%42 The
reporting of this study conforms to the
Consolidated criteria for reporting qualitative
research (COREQ) statements (Supplemental
Material).4!
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Study setting and recruitment

The study was conducted in Israel between
March 2022 and November 2023, focusing on
employees of Sabar Medical Services, one of the
largest organizations in Israel providing home-
based care, primarily home-hospice services.
Sabar operates nationwide, serving both central
and peripheral regions of Israel, and provides ser-
vices to all HMOs in the country.

The inclusion criteria included staff members
working in the home-hospice unit for over a year,
including physicians, nurses, social workers, psy-
chologists, and others. All participants had pallia-
tive care training either through academic
programs or organizational training. Exclusion
criteria were less than 1year of experience, work-
ing in the organization but not directly treating
home-hospice patients, and staff working exclu-
sively with children rather than adults and elderly
patients.

The staff members’ palliative care training came
through courses from the Ministry of Health or
the home hospice. Professional staff members
provide care across central and peripheral areas to
culturally and religiously diverse populations. In
end-of-life home-hospice care, nurses visit at least
weekly, and physicians and social workers at least
bi-weekly or more, depending on the patient’s
needs. Multidisciplinary team (including physi-
cians, nurses, and social workers) visits are com-
mon at the beginning of care and during crises,
but most visits are conducted independently, with
team consultations as needed.®

The recruitment process was conducted by two
external female researchers (a Doctor of Nursing
and a Doctor of Medical Ethics, both with PhDs).
These researchers are experienced in conducting
qualitative research, from the planning stages
through interview execution, analysis, and discus-
sion of findings. They had no prior relationship
with the interviewees and introduced themselves
as external researchers collaborating with the
organization’s leadership to explore staff working
in the palliative program’s needs. Both research-
ers have previous experience in end-of-life and
home care studies, with one having extensive
nursing experience and knowledge.

The sampling recruitment process occurred in
two stages: The first stage: A convenience sam-
ple*? was conducted. An email with an open-
ended questionnaire was sent to all eligible

professional staff members (N=103). Twenty-
seven participants responded to this question-
naire, providing written responses. In the second
stage: A criterion sample*? was employed. Nine
additional participants, primarily key managers,
were recruited for in-depth, semi-structured
interviews (see Appendix 1). These interviews,
lasting approximately 60min each, were con-
ducted and recorded online via Zoom. During
the interview, the participants were in the clinic
or their homes, for their convenience. Reflective
journals were written after each interview by the
interviewer to record thoughts, patterns, biases,
challenges, and emotions for later discussion
and analysis.43:44

Interviews continued until thematic saturation
was achieved. This was defined as the point at
which no new themes or significant insights
emerged from additional interviews. We also
ensured that we obtained rich, multilayered data
that provided comprehensive insights into our
research questions.%>

Participants

To protect participant anonymity, detailed demo-
graphic information has been aggregated. The
study comprised 36 multidisciplinary participants
(from the two research stages; 64% women).
Regarding religious affiliation, approximately 80%
were Jewish. Ages ranged from 28 to 65years.
Professional experience varied from 1 to over
20years in their respective fields. For detailed par-
ticipant characteristics, please refer to Table 1.

Data collection

The initial stage involved an email with an open-
ended questionnaire, aimed at understanding
participants’ experiences in homecare, sent to all
eligible professional staff members. Twenty-seven
participants responded to this initial email.

In the second stage, nine additional participants
(mainly key managers) were recruited for semi-
structured interviews. These interviews were con-
ducted by the two main researchers (GY and
IHH), lasting approximately 60min each, and
were conducted online via Zoom for conveni-
ence.* The interviews began with an explanation
of the research objectives, followed by closed-
ended socio-demographic questions and open-
ended research topics. These topics were designed
to explore concepts from previous studies that
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Table 1. Participants’ characteristics (N=36).

Demographic variables N=36
Religion
Jews 30
Other (including Muslims and 6
Christians)
Place of birth
Israel 26
Other 10
Religiosity
Secular 27
Traditional 4
Religious/ultra-Orthodox 5
Profession
Physicians 7
Nurses 20
Social workers 7

Psychologist and thanatologist 2

Tenure in the organization

0-3years 3
4-Tyears 22
More than 8years M

Professional experience:

0-3years 1
4L-byears 7
7+ years 28

examined the coping strategies and challenges
faced by staff working in end-of-life home care
settings with patients and their families.4"4°
Additionally, the questions addressed the unique
characteristics of professionals working in these
environments, including their ability to adapt to
diverse home situations, manage complex family
dynamics, and provide compassionate care in less
controlled settings.>0-53

Example prompts included: “What are the key
characteristics of working in an organization that

provides hospice home care?” “What challenges
do you face in your work with the home hospice?”
“What aspects of hospice home care make it
unique compared to care in an institutional set-
ting?” and “Describe the training for palliative
care specialists, particularly the aspects specific to
providing care in the patient’s home.” Additional
questions emerged through dialogue between the
interviewer and interviewee.>*

Analysis

The data analysis process was conducted in two
stages, aligning with the data collection methods.
In the first stage, a thematic analysis was per-
formed on the written responses to the question-
naires sent via email. The second stage
incorporated the transcribed in-depth interviews,
completing the full data analysis process across all
phases.

For both stages, we manually employed thematic
content analysis by two researchers, following
Braun and Clarke’s method.>> First, the research-
ers familiarized themselves with the data by thor-
oughly reading the questionnaire responses and
interview transcripts to gain an in-depth under-
standing. Next, initial codes were generated, sys-
tematically categorizing relevant segments of the
data. These codes were then grouped into broader
themes that reflected key patterns. The themes
were reviewed and refined to ensure they accu-
rately represented the data. Once defined and
named, the themes were articulated, capturing
the core ideas emerging from the analysis. Finally,
the findings were compiled into a report, sup-
ported by illustrative quotations that highlighted
the participants’ experiences.

The coding process resulted in a thematic struc-
ture centered around the unique demands of hos-
pice home care and the significance of home as a
care setting, with various sub-themes such as
Observing and Applying, Asking for Permission,
Expecting the Unexpected, and Preparing the
Ground for Absence. These themes were vali-
dated through a careful review of their prevalence
across both the questionnaire responses and
interview transcripts, ensuring the analysis was
both rigorous and nuanced.55

To maintain rigor, we applied Guba and
Lincoln’s>® evaluative criteria. Credibility was
established through member checking and peer
debriefing, while transferability was ensured by
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Observing
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Professional
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Expecting the
Unexpected

Figure 1. Thematic map of The Professional Guest in
home-hospice care.

providing thick descriptions or research context
and findings. Dependability was maintained via
an audit trail of the research process, and con-
firmability was achieved through reflective jour-
nals and triangulation.

We implemented triangulation by cross-referenc-
ing the written questionnaire responses, in-depth
interviews, and existing literature. For instance,
we aligned our findings on “The Professional
Guest” with studies on home-based care,50:51,57
and professional boundaries in palliative care.>8-61
This approach not only validated our results but
also ensured their consistency with broader
research in the field, enhancing the overall robust-
ness of our analysis across both stages of the
research process.

Results

Analysis of data revealed a main theme: The
Professional Guest. This theme encompasses the
unique dynamics of providing palliative care in a
home setting. The interviewees emphasized the
complexity of hospice home care as compared to
hospital settings, informed by their experiences in
both environments. They noted that home-hos-
pice care involves diverse populations needing
rehabilitation, acute care, and/or palliative care.
Additionally, there are differences in the psycho-
social aspects of the patient and the constant
presence of family members or other significant
others in the home, not just their illness.

This end-of-life home care setting demands pro-
fessionalism and autonomy but also recognizes
patients’ homes as their most important place. It
is noted that the home is a significant place that
influences the care and relationships among staff
members, patients, and family members. The
sub-themes of unique skills are: (1) Observing
and Applying, (2) Asking for Permission, (3)
Expecting the Unexpected, and (4) Preparing the
Ground for Your Absence. These sub-themes are
illustrated with quotes from the words of profes-
sional staff members, highlighting the complex
and unique nature of home-hospice care (see
Figure 1).

Observing and applying

According to the interviewees, upon entering
patients’ homes, professional staff members sys-
tematically scan for cues such as family photos,
home esthetics, and personal items that can spark
conversation and create intimacy. One inter-
viewee described this process:

If I see oil paintings and they all have the same name
on them: A. Cohen and the person’s name is
Abraham, then I can say, “Wow, did you paint all of
these?” This makes Abraham feel that I care about
him, that I’'m aware of where I am, that I know I’'m
not in my territory, but in his. . . (Participant No. 2)

Additionally, information gathered during home
visits enables staff members to tailor care plans to
patients’ specific lifestyles, needs, and abilities.
Critical insights, such as neglect or violence,
which may not be apparent in clinical settings,
can be identified, allowing for the creation of
more personalized and effective treatment plans,
as this quote illustrates:

You enter such a place, and you immediately feel
nauseous, but what do you do? You’re not here to
judge them or why they’re in that situation. You’re
here to try to see if you can help them. I think we
should not look down on them, thinking that I know
better than them what’s good for the case.
(Participant No. 6)

The interviewees emphasized that in the home
setting the patient and their family members are
considered one therapeutic unit. They stated
that the family is very present and significant, so
part of the data collection process is reviewing
and addressing the functioning of family mem-
bers. Sometimes information emerges about
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http://journals.sagepub.com/home/pcr

R Sabar, | Halevi Hochwald et al.

dysfunctional or harmful behavior, which
becomes an integral part of the treatment plan. As
one interviewee mentioned:

Sometimes we are exposed to complex family
dynamics not necessarily related to the patient. The
family existed before the illness, with their struggles,
style, way of life, customs, abilities, and resources.
At the clinic, you see the patient and maybe their
companion. But when you get home, you see more,
the family, the community—even if you’re entering
for the patient,

(Participant No. 1)

you’re entering their family.

The home environment also reveals differences in
patients’ organizational abilities, which informs
how guidance and treatment programs should be
adopted:

We all know that guidance programs do not suit
everyone. I entered a patient’s home and got stuck
in a pile of newspapers, old utensils, laundry,
hoarders. . . This is their home, their safe space. If
you give them a paper with a guidance program,
they’ll probably just throw it on the pile. Such a
person needs daily guidance and verbal reminders. . .
(Participant No. 16).

According to the interviewees, entering patients’
home environments during care visits can lead to
judgmentalism toward the patients, their values,
and choices. Patients are exposed within their
home environments, unable to control what
aspects of themselves and their lives are pre-
sented. The interviewees acknowledged the dan-
ger of judging patients, which could harm the
treatment process and their ability to express
empathy. In their training, they work against this
natural tendency to maintain empathy, which is
viewed as an essential therapeutic tool in hospice
home care:

We enter luxurious homes, and we also enter homes
where we struggle to find a place to sit because it’s
so dirty. So non-judgmentalism! You enter a
situation, and in both cases—I must not assume. . .
I must not have biases, and the same applies to
poverty. (Participant No. 11)

The home environment provides professional
staff members with valuable insights into patients’
experiences and struggles, which cannot be
obtained through questioning in clinical settings.
Staff members can identify and empathize with

the unique challenges patients face, fostering a
sense of truly seeing and understanding the
patient’s reality, as illustrated by this quote:

I can say—“you’re on the fourth floor without an
elevator, in your condition, that must be extremely
difficult.” In other words, I’ve noticed something
unique about her, her struggle, and in doing so, I
reflect that I see her, I see her struggles. (Participant
No. 2)

The interviewees noted that compassion is con-
sistently emphasized as a core aspect of profes-
sionalism and a central therapeutic tool in the
organization. Some noted that compassion is
more easily achieved in the hospice home care
context:

We need people who know how to be kind. . . who
truly want to help another human being, and you
don’t know the patient at all, and now you’re
entering their home without judgment, and you
need to watch their environment so you can care for
them with compassion. (Participant No. 1)

Overall, the interviewees consistently emphasized
the value of the hospice home care environment
in providing invaluable insights, fostering empa-
thy and compassion, building trust and open
communication, and developing tailored care
plans that better address patients’ individual
needs and circumstances.

Asking for permission

Hospice home care takes place in the patient’s
private and intimate space, requiring the treat-
ment team to adapt to an environment that
belongs to the patient, not themselves. This set-
ting demands greater adaptation, beyond dealing
with an unfamiliar environment; it involves enter-
ing the patient’s domain. As one interviewee
described:

Can I sit? Can I use the restroom? Can I ask a
question? There’s no paternalism. Even if you want
something, if you don’t have it, you don’t get to
decide—at least not until trust is established.
(Participant No. 22)

Interviewees highlighted the differences in coor-
dinating visits between the home and the hospi-
tal, emphasizing that the home is the patient’s
sphere, not the professional staff members. This
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can sometimes lead to conflicts, as staff members
must balance their schedules with the patient’s
preferences:

In the hospital, team visits are scheduled at the
team’s convenience. But at home, you need to
consider the patient’s and their family’s needs.
Coordinating visits in the home requires more
sensitivity and respect for their space and schedule.
(Participant No. 6)

Families complain in some situations if I call two
minutes before a visit or in other families if I call two
days in advance. It’s different from hospital rounds
where patients adapt to the team’s schedule. At
home, they can say, “Dad’s sleeping, come back
later.” (Participant No. 24)

Some interviewees suggest that when entering a
patient’s home, exaggerated politeness and ges-
tures are necessary for building trust and ensuring
that the patient feels comfortable in their own ter-
ritory. The professional staff members should
identify and acknowledge the patient’s domain.
As one interviewee stated:

Ask exaggeratedly: “May I sit? May I wash my
hands? May I plug in my computer?” It sounds
simple, but it helps the patient feel at ease and in
control of their territory. I’'m making it clear that
this is their space,
(Participant No. 9)

and I’'m the guest here.

By overtly seeking permission for basic actions,
the staff members reinforce the boundaries
between the patient’s territory and their own.
This exaggerated courtesy allows the patient to
maintain a sense of control and comfort in their
home environment, fostering trust in the staff-
patient relationship. This approach underscores
the importance of respect and permission in
home-hospice care, fostering a therapeutic rela-
tionship based on trust and comfort in the
patient’s environment.

Expect the unexpected

In the interviews, the staff members describe that
hospice home care work presents a unique and
constant challenge—the need to deal with the
unexpected and uncertain reality that lies beyond
each patient’s door. Unlike the familiar hospital
environment, staff must adapt to changing and
unforeseen circumstances. Every home visit

reality requires flexibility, quick thinking, and an
open mind:

We are not in our safe area. We must adapt to the
environment. Beyond the door, there are surprises.
(Participant No. 7)

What does surprise mean? In my eyes, it’s really to
be open-hearted to every possibility. To every
statement, every style of choice, every thought, and
every fear. (Participant No. 22)

The range of surprises can vary greatly, from
physical condition difficulties and cultural con-
straints to family conflicts and even violent behav-
ior. Staff must often improvise and create a
professional visit on the spot:

We had a nurse who was locked in the house and
not allowed to leave. I have a nurse who was almost
beaten up. I have a nurse who had an IV bag thrown
at her. We need to improvise and create a
professional visit, even though there are 80 people
there. (Participant No. 6)

Entering the patient’s private space challenges the
typical sense of control found in hospitals, expos-
ing staff to discomfort and dependence on the
homeowner’s hospitality:

In the hospital, I was the homeowner. Here, he is
the homeowner, and I’m entering as a guest.
(Participant No. 16)

Maybe it’s a nice house where I can use the
bathroom or maybe not? And maybe they’ll welcome
me nicely or maybe not? (Participant No. 8).

To meet this challenge, staff need to develop
strong professional skills that provide confidence
and certainty, allowing them to anchor them-
selves and project professionalism and control,
but also to be sensitive and empathic:

You need to be very good in your professional field,
to feel very confident because you’re solo. And I
need to decide how to be, on the one hand,
vulnerable and very modest and humble, and on the
other hand, to project, you know, good eyes and
professional confidence. (Participant No. 4)

Simultaneously, the organization needs to sup-
port staff through communication and collabo-
ration mechanisms that can alleviate the sense
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of loneliness and help cope with complex
situations:

We have a very structured methodological process
in the organization called “raising a flag.” So, if we
encounter any challenge in the field, there is
someone to share it with. (Participant No. 3)

Ultimately, hospice home care work requires
professional staff members to have an open and
flexible approach to accommodating the unex-
pected, while balancing vulnerability and human-
ity with professionalism and control. It offers a
complex experience of exposure, challenges, and
constant adaptation to a changing reality, but
also opportunities.

Preparing the ground for your absence

Unlike hospitals with constant staff presence,
end-of-life home care involves extended staff
absence. Preparing the ground for this absence is
a central role, as one interviewee explained:

Most of the time, we are not present. In the hospital,
they know there is staff around. . .But at home, you
need to provide a sense of security that there is
someone who will answer the phone, and what to do
if there is a deterioration. (Participant No. 16)

Comprehensive guidance must be provided to
patients and families on coping with symptoms,
identifying emergencies, and initial treatment for
deteriorating conditions:

I explain to them in advance to give Dad the first
dose of pain medication. . .and after two doses, if
he is still in pain, you call me no matter what time
it is. The same goes for shortness of breath—call
me at any time if this is the situation. In other
cases—please wait for the morning. (Participant
No. 9)

However, the absence of a capable primary family
caregiver in complex cases poses a major chal-
lenge, leaving staff uncomfortable with the fami-
ly’s ability to implement guidance optimally:

We call it a non-functional primary caregiver, or the
absence of a primary caregiver. . .We need to deal
with patients in very advanced medical conditions
where there is no real stable primary caregiver
present who can receive the guidance and carry it
out optimally.

At home, it’s the patient’s family at the center. It’s
impossible without the family. . .but we depend on
them. (Participant No. 5)

To create a sense of security despite their absence,
the team must develop 24/7 communication and
support mechanisms, so families feel there is a
“call button” even without staff physically
present:

How do you create that experience of the call button
on the wall for calling for help, even when there is
no call button on the wall? There has to be a system
that can respond in real-time 24/7 so that if they
need to come, they know how to come. (Participant
No. 2)

The goal is to provide comprehensive prepara-
tion, guidance, knowledge, tools, and accessible
professional support to help families feel secure
during the staff’s absence from the home
environment.

Discussion

As society ages, the homebound population will
grow.>2 Homebound and seriously ill adults ben-
efit from the provision of medical care in the
home,>° including end-of-life care.%%2 Working as
part of a home-hospice care team presents signifi-
cant professional and personal challenges, requir-
ing unique communication skills with patients
and families regarding complex issues.5-63

Sabar®* introduced the term “Professional Guest”
to describe the dual role of professional staff
members in home-based care, where they must
navigate the roles of both “guest” and “expert.”
This unique setting necessitates adjusting to the
patients’ home space governed by their rules,
while simultaneously maintaining professional
authority as in institutional settings. This dual
identity requires heightened sensitivity and aware-
ness, as professional staff members engage in
overt and covert negotiations with patients and
families, shaping professional relationship dynam-
ics and the fulfillment of therapeutic duties.

The central Professional Guest theme highlights
the unique challenges professional staff members
face in providing end-of-life home care versus
hospital/clinic settings. The findings elucidate the
intricate hybrid identity and boundary role they
must navigate, being both medical professionals
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and guests in the patient’s domain. This duality
resonates with existing literature, emphasizing the
complexities and training needs of individuals
with multiple workplace identities.®5-%7 Notably,
we could not find references specifically address-
ing these challenges for professional staff
members.

The hybrid identity model describes situations
where individuals blend distinct identities and
role expectations that may appear contradic-
tory.%” In end-of-life home care, professional staff
members balance their professional medical iden-
tity with being a guest in the patient’s private
home sphere—a dual hybrid identity as clinical
experts yet also subject to norms and rules in the
patient’s home.% Framing this dynamic through
a hybrid/boundary identity lens provides insights
into reconciling the seemingly conflicting profes-
sional staff members and respectful guest roles
within the same context.

Unlike a clinical environment, which is the pro-
fessional staff member’s domain, home visits
expose them to the patient’s intimate personal
space,>%-57 necessitating the process of observing
and applying details such as sights, smells, and
the overall home environment. This process,
identified as a key sub-theme in our findings,
involves the professional team developing unique
skills for understanding and functioning within
the home setting.51:57 In a hospital, roles, rules,
and power dynamics are clearly defined—the pro-
fessional staff members occupy their professional
territory, while the patient adheres to the clinical
environment norms.!2-¢ However, when entering
a patient’s home, the professional staff members
blend their professional medical identity with that
of a “guest” who seeks permission, respects per-
sonal boundaries, and adapts to the unique cir-
cumstances and norms governing that private
sphere. Our findings revealed that healthcare pro-
fessionals must develop acute observational skills
to gather relevant information about the patient’s
living conditions, family dynamics, and potential
health hazards or support systems within the
home environment. This information is then
applied to tailor care plans, make appropriate
interventions, and provide personalized support
that aligns with the patient’s specific home
context.

The interviewees noted that asking for permission
was perceived as defining boundaries and creat-
ing a contract between them and the patients and

families, delineating what belongs to their profes-
sional duties as guests and what belongs to the
patient and family in their territory. Requesting
permission reflects the process of negotiation
between the professional staff members and the
patient/family in an effort to define boundaries.
Negotiation is a characteristic of and an integral
part of hospice home care treatment. Asking for
permission essentially expresses recognition of
the home setting’s significance for the power
dynamics between the professional staff members
and the patient. Without “asking for permission,”
the professional staff member may be perceived
as insensitive, unprofessional, unsupportive, and
essentially a poor professional. This has signifi-
cance beyond nurturing the relationship; it
impacts the potential for end-of-life home care
to exist and how the staff member is perceived
by the patient and family, coloring their profes-
sionalism and ability to establish a trusting
relationship.

The hybrid “Professional Guest” positioning
could impact the care experience. Exposure to the
patient’s environment may enable closer rapport
and sensitive, compassionate care delivery.%®
Conversely, the dual positionality and inherent
uncertainties may create identity conflicts that
challenge care quality and professional staff mem-
bers’ mental well-being.%> In this study, the team
members saw the need to ask for permission dur-
ing home visits as a professional source for creat-
ing more intimate connections with patients and
families, despite the confusion.

They noted that sometimes it took time to build
trust to enhance the “professional” part and mini-
mize the “guest” part, but one of the advantages
of hospice home care is prolonged treatment,
with at least a weekly visit from the same staff
member. In this way, the achieved intimacy is an
advantage. We also found that the fact that they
are guests allows them to see the home and tailor
the treatment to the unique needs of that patient.
So, in their view, the combination of being
Professional Guests is an advantage from this
perspective.

The Expecting the Unexpected sub-theme cap-
tures the unpredictability inherent to the health-
care professionals’ hybrid role in hospice home
care settings. These professionals must improvise
and display flexibility in responding to unfore-
seen physical hazards, lack of necessary equip-
ment, environmental conditions unsuitable for
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providing optimal care,>8:79-72 cultural constraints,
family dynamics, and other surprises disrupting
established care protocols. Professional staff
members often encounter home structures, clut-
ter, or uncleanliness that may hinder care provi-
sion.3873 Additionally, they sometimes face
violent situations from patients or family mem-
bers, requiring adaptability and quick decision-
making to ensure safety and maintain quality of
care, despite challenging circumstances.”#7% This
unpredictability necessitates quick, effective
adaptation by professional staff members.
Differing cultural backgrounds likely influence
guest versus host perceptions, further complicat-
ing uncertainties faced by professional staff mem-
bers.”377 This duality of being a professional while
adapting to a guest role in a patient’s home
requires specialized training and a nuanced
understanding of interpersonal and cultural fac-
tors.%> Organizations supporting the teams must
develop clear policies to maintain the teams’
sense of security, as they are in a more exposed
and vulnerable setting as compared to teams
operating in hospitals.”4

The Preparing the Ground for Your Absence
sub-theme reflects the unique challenge of
equipping patients and families with compre-
hensive self-care guidance despite limited visita-
tion hours. It underscores opportunities for
technologies, such as telemedicine and remote
monitoring, to bridge this gap during profession-
als’ extended absences.”® This study found that
professional staff members understand the mag-
nitude of responsibility in homecare and believe
part of their professionalism is preparing the
environment for the times when they are not
present in the patient’s home. This preparation
requires open communication, appropriate and
easy-to-use equipment for the patient and fam-
ily, available communication lines with a con-
sistent family caregiver, and, critically, the
presence of an available and capable family
member functioning while the professional is
absent.

Care occurs in the patient’s home rather than in
the hospital, requiring hospice home care provid-
ers to use physicians, nurses, technicians, social
workers, and caregivers differently from tradi-
tional hospital settings, such as through telehealth
or house visits.!> Home care services offer sub-
stantial economic and health benefits, reduced
risk of infection, increased patient mobility and
well-being, cost savings, and improved clinical

outcomes.!37%79 However, there is significant
dependence on family caregivers.8® Over the
years, digital telehealth services have emerged to
support home and hospice care, showing high sat-
isfaction levels, especially during the COVID-19
pandemic, for engaging families and collecting
patient-specific information to guide end-of-life
care.”®

While offering intimate, personalized care, this
hybrid professional guest identity imposes psy-
chological challenges. Professional staff members
must adapt to unfamiliar spaces, balance profes-
sionalism and personal vulnerability, and manage
uncertainty, factors warranting further study.
This duality challenges traditional hierarchies and
requires unique skills in negotiating roles, seeking
permission, and establishing new norms in each
home.

Strengths and limitations

We recruited professional staff members from
one of the largest home-hospital services in Israel,
ensuring a diverse range of participants in terms
of status, profession, cultural background, and
residential area. The credibility of the findings
was strengthened through the triangulation of
closed-ended email questionnaires, in-depth
interviews, and a review of the literature. The
findings were discussed with field experts. While
the sample size was sufficient for a qualitative
study, the results cannot be generalized to other
professional teams, either within Israel or interna-
tionally. Our interviews primarily included nurses,
with fewer physicians and social workers, reflect-
ing the actual composition of the teams.
Additionally, the lack of data regarding partici-
pants’ cultural and socioeconomic backgrounds
likely influences the guest/host dynamics.
Including patients’ and families’ perspectives in
future research could provide a more comprehen-
sive understanding.

Recommendations for future research

Future research should explore the distinct roles
and challenges faced by different professionals in
hospice home care, such as nurses, physicians,
and social workers. While this study highlighted
the skills of “Professional Guests” in patients’
homes, further investigation is needed to under-
stand how these roles vary in practice and whether
different professionals focus on various aspects of
care. Additionally, studies should examine patient
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and family perspectives, with particular emphasis
on how cultural and socioeconomic factors shape
the hospice home care experience and influence
the dynamics between healthcare providers and
recipients. Evaluating the role of technology in
enhancing care and its impact on professionals’
hybrid identities will also be crucial for improving
home care practices.

Implications for policy and practice

To effectively address the complexities of provid-
ing hospice home-based care, it is essential to
implement specialized training programs that
equip healthcare professionals with the skills to
navigate their dual roles as medical experts and
“guests” in patients’ homes. These programs
should emphasize the importance of open patient-
provider dialogue to tailor care that respects the
unique dynamics of the home environment,
including privacy, dignity, and preparedness.
Furthermore, hospice home care protocols must
be designed to accommodate individual prefer-
ences, ensuring a respectful and efficient care
environment.

Support systems, such as consultation services,
are crucial for reducing the professional isolation
that staff may experience in home settings,
thereby enhancing their sense of security and
effectiveness. Additionally, developing techno-
logical and digital tools to assist families and
patients during the absence of professional staff is
vital. These tools can bridge gaps in care and pro-
vide continuous support, ensuring that patients
and their families are better prepared to manage
care independently when needed.

Conclusion

This study highlights the unique challenges faced
by healthcare professionals providing end-of-life
care in home settings, particularly the delicate
balance they must strike as “The Professional
Guest.” Professionals must navigate a hybrid
identity that blends clinical expertise with per-
sonal vulnerability, requiring a nuanced approach
that respects both professional boundaries and
the intimate nature of the home.

The findings emphasize the need for targeted
training and supportive policies to help profes-
sionals integrate their dual roles and deliver high-
quality care in these complex environments. By

addressing these challenges, the healthcare system
can better support compassionate, patient-cen-
tered care in the home, ultimately improving out-
comes for patients and families.

Declarations

Ethics approval and consent to participate

The study received approval from the Academic
Institutional Review Board (IRB), including ethi-
cal procedures (Approval No. 2023-98 YVC
EMEK). Participants were assured of their free-
dom to withdraw from the study at any time, the
confidentiality of their responses, the anonymized
analysis of their interviews, and their consent for
publication. Informed consent was obtained from
all participants prior to their involvement in the
study.

Consent for publication
Not applicable.

Author contributions

Ron Sabar: Conceptualization; Investigation;
Methodology; Project administration; Resources;
Supervision; Validation.

Inbal Halevi Hochwald: Formal analysis;
Investigation; Methodology; Validation; Writing
— original draft.

Moran Weiss: Conceptualization; Data curation;
Investigation; Methodology; Resources; Validation.

Gila Yakov: Conceptualization; Data curation;
Formal analysis; Investigation; Methodology;
Supervision; Validation.

Acknowledgements

The authors wish to thank the study participants
for their important contribution to deepening
knowledge in the field and for the time they gen-
erously dedicated.

Funding

The authors received no financial support for the
research, authorship, and/or publication of this
article.

Competing interests
The authors declare that there is no conflict of
interest.

Availability of data and materials
Not applicable.

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr

R Sabar, | Halevi Hochwald et al.

ORCID iDs
Inbal Halevi Hochwald
0000-0002-4930-2072

https://orcid.org/0009-0008-

https://orcid.org/

Moran Weiss
2238-1672

Supplemental material
Supplemental material for this article is available
online.

References
1. Wolper LF. Health care administration: managing
organized delivery systems. Burlington, MA: Jones
and Bartlett Publishers, 2011.

2. Guilbeau C. End-of-life care in the Western
world: where are we now and how did we get
here? BMY¥ Support Palliat Care 2018; 8: 136—144.

3. OECD. Social and emotional skills for better lives:
Findings from the OECD survey on social and
emotional skills 2023. Paris: OECD Publishing.
https://doi.org/10.1787/35ca7b7c-en

4. Levi B, Borow M, Wapner L, et al. Home
hospitalization worldwide and in Israel. Isr Med
Assoc ¥2019; 21: 565-567.

5. Royackers A, Regan S and Donelle L. The eShift
model of care: informal caregivers’ experience of
a new model of home-based palliative care. Prog
Palliar Care 20165 24: 84-92.

6. Halevi Hochwald I, Radomyslsky Z, Danon Y,
et al. Challenges in home care at the end stage of
dementia: hospice units vs. home care units. A
qualitative study. Death Stud 2022; 46: 1667—
1677.

7. Goossens LMA, Vemer P and Rutten-van
Molken MPMH. The risk of overestimating
cost savings from hospital-at-home schemes:
a literature review. Int ¥ Nurs Stud 2020; 109:
103652.

8. Shepperd S, Doll H, Angus RM, et al. Avoiding
hospital admission through provision of hospital
care at home: a systematic review and meta-
analysis of individual patient data. Can Med Assoc
F2009; 180: 175-182.

9. Ward-Griffin C, McWilliam CL and Oudshoorn
A. Relational experiences of family caregivers
providing home-based end-of-life care. ¥ Fam
Nurs 2012; 18: 491-516.

10. Karlsson C and Berggren I. Dignified end-of-
life care in the patients’ own homes. Nurs Ethics
2011; 18: 374-385.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

Gomes B, Calanzani N and Higginson IJ.
Benefits and costs of home palliative care
compared with usual care for patients with
advanced illness and their family caregivers. ¥ Am
Med Assoc 20145 311: 1060-1061.

Simon DA, Cohen IG, Balatbat C, et al. The
hospital-at-home presents novel liabilities for
physicians, hospitals, caregivers, and patients.
Natr Med 2022; 28: 438-441.

Lim S, Island L, Horsburgh A, et al. Home first!
Identification of hospitalized patients for home-

based models of care. ¥ Am Med Dir Assoc 2021;
22:413-417.

Xia Y, Jin R, Zhao ], et al. Risk of COVID-19
for patients with cancer. Lancer Oncol 2020; 21:
e180.

Shankar A, Saini D, Roy S, et al. Cancer care
delivery challenges amidst coronavirus disease-19
(COVID-19) outbreak: specific precautions for
cancer patients and cancer care providers to
prevent spread. Asian Pac § Cancer Prev 20205 21:
569-573.

Mojtahedi Z and Shen JJ. Home palliative care
during the COVID-19 pandemic: a scoping
review. Am ¥ Hosp Palliat Med 2023; 40: 216—
224.

Soroka JT, Froggatt K and Morris S. Family
caregivers’ confidence caring for relatives in
hospice care at home: an exploratory qualitative
study. Am ¥ Hosp Palliar Med 2018; 35: 1540—
1546.

Gonella S, Basso I, De Marinis MG, et al. Good
end-of-life care in nursing home according to the
family carers’ perspective: a systematic review

of qualitative findings. Palliar Med 2019; 33:
589-606.

Holley APH, Gorawara-Bhat R, Dale W,

et al. Palliative access through care at home:
experiences with an urban, geriatric home
palliative care program. J Am Geriatr Soc 2009;
57:1925-1931.

Sepulveda C, Marlin A, Yoshida T, et al.
Palliative Care: the World Health Organization’s
global perspective. ¥ Pain Symptrom Manage 2002;
24:91-96.

World Health Organization (n.d.). Palliative care,
https://www.who.int/health-topics/palliative-care
(accessed 18 April 2024).

Ventafridda V. According to the 2002 WHO
definition of palliative care. Palliat Med 2006; 20:
159-1509.

Brodsky J, Shnoor Y and Be’er S. The elderly
in Israel: statistical abstract, http://mashav.jdc.

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr
https://orcid.org/0000-0002-4930-2072
https://orcid.org/0000-0002-4930-2072
https://orcid.org/0009-0008-2238-1672
https://orcid.org/0009-0008-2238-1672
https://doi.org/10.1787/35ca7b7c-en
https://www.who.int/health-topics/palliative-care
http://mashav.jdc.org.il/?CategoryID=233&ArticleID=162

Palliative Care & Social Practice 18

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

org.il/?CategoryID=233&ArticleID=162 (2012,
accessed 7 February 2021).

Sternberg SA, Sabar R, Katz G, et al. Home
hospice for older people with advanced dementia:
a pilot project. Isr ¥ Health Policy Res 2019; 8: 42.

Bentur N, Sternberg S, Shuldiner J, et al. Feeding
tubes for older people with advanced dementia
living in the community in Israel. Am ¥ Alzheimers
Dis Other Demen 2015; 30: 165-172.

Zigdon A and Nissanholtz-Gannot R. Barriers in
implementing the dying patient law: the Israeli
experience—a qualitative study. BMC Med Ethics
2020; 21: 126.

Gochoo M, Alnajjar F, Tan T-H, et al. Towards
privacy-preserved aging in place: a systematic
review. Sensors 2021; 21: 3082.

Oresland S, Méittd S, Norberg A, et al. Patients
as “safeguard” and nurses as “substitute” in
home health care. Nurs Ethics 2009; 16: 219—
230.

Morey T, Scott M, Saunders S, et al.
Transitioning from hospital to palliative care

at home: patient and caregiver perceptions of
continuity of care. ¥ Pain Symptom Manage 2021;
62: 233-241.

Ellis-Hill C, Robison J, Wiles R, et al. Going
home to get on with life: patients and carers
experiences of being discharged from hospital
following a stroke. Disabil Rehabil 2009; 31:
61-72.

Connor SR, Tecca M, Lundperson J, et al.
Measuring hospice care: The National Hospice
and Palliative Care Organization National
Hospice Data Set. ¥ Pain Symprom Manage 2004;
28:316-328.

Dybwik K, Nielsen EW and Brinchmann BS.
Home mechanical ventilation and specialised
health care in the community: between a rock
and a hard place. BMC Health Serv Res 20115 11:
115.

Ostlund U, Blomberg K, Séderman A, et al. How
to conserve dignity in palliative care: suggestions
from older patients, significant others, and
healthcare professionals in Swedish municipal
care. BMC Palliat Care 2019; 18: 10.

Walivaara B-M, Savenstedt S and Axelsson K.
Caring relationships in home-based nursing
care—registered nurses’ experiences. Open Nurs ¥
2013; 7: 89-95.

Forchuk C. The developing nurse-client
relationship: nurses’ perspectives. ¥ Am Psychiatr
Nurses Assoc 2000; 6: 3—10.

36.

37.

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

Peplau HE. Interpersonal relations in nursing: a
conceptual frame of reference for psychodynamic
nursing. New York, NY: Springer, 1991.

Alanazi AH. Patients’ perception about home
health care. ¥ Res Method Educ 2014; 4: 40-47.

Alvariza A, Mjornberg M and Goliath I. Palliative
care nurses’ strategies when working in private
homes—a photo-elicitation study. ¥ Clin Nurs
2020; 29: 139-151.

Devik SA, Enmarker I and Hellzen O. When
expressions make impressions—nurses’ narratives
about meeting severely ill patients in home
nursing care: a phenomenological-hermeneutic
approach to understanding. Int ¥ Qual Stud
Health Well-being 2013; 8: 21880.

Goldblatt H, Granot M and Zarbiv E. “Death lay
here on the sofa”: reflections of Young Adults on
their experience as caregivers of parents who died
of cancer at home. Qual Health Res 2019; 29:
533-544.

Tong A, Sainsbury P and Craig J. Consolidated
criteria for reporting qualitative research
(COREQ): a 32-item checkKklist for interviews and
focus groups. Int ¥ Qual Health Care 20075 19:
349-357.

Patton MQ. Two decades of developments
in qualitative inquiry: a personal, experiential
perspective. Qual Soc Work 2002; 1: 261-283.

Silverio SA, Sheen KS, Bramante A, et al.
Sensitive, challenging, and difficult topics:
Experiences and practical considerations for
qualitative researchers. Int ¥ Qual Methods 2022;
21:16094069221124739.

Saunders B, Sim ], Kingstone T, et al.
Saturation in qualitative research: exploring its
conceptualization and operationalization. Qual
Quant 2018; 52: 1893-1907.

Fusch PI and Ness LR. Are we there yet? Data
saturation in qualitative research. Qual Rep 2015;
20(9): 1408-1416

Gray LM, Wong-Wylie G, Rempel GR, et al.
Expanding qualitative research interviewing
strategies: Zoom video communications. Qual
Rep 2020; 25: 1292-1301.

Staats K, Grov EK, Husebe BS, et al. Dignity of
older home-dwelling women nearing end-of-life:
informal caregivers’ perception. Nurs Ethics 2021;
28: 444-456.

Becqué YN, Rietjens JAC, van Driel AG, et al.
Nursing interventions to support family caregivers
in end-of-life care at home: a systematic narrative
review. Int ¥ Nurs Stud 2019; 97: 28-39.

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr
http://mashav.jdc.org.il/?CategoryID=233&ArticleID=162

R Sabar, | Halevi Hochwald et al.

49. Halevi Hochwald I, Yakov G, Radomyslsky Z,
et al. Ethical challenges in end-stage dementia:
perspectives of professionals and family care-
givers. Nurs Ethics 20215 28: 1228-1243.

50. Stall N, Nowaczynski M and Sinha SK.
Systematic review of outcomes from home-
based primary care programs for homebound
older adults. ¥ Am Geriatr Soc 2014; 62:
2243-2251.

51. Smith-Carrier T, Pham TN, Akhtar S, et al.
“It’s not just the word care, it’s the meaning of
the word. . . (they) actually care”: caregivers’
perceptions of home-based primary care in
Toronto, Ontario. Ageing Soc 2018; 38: 2019—
2040.

52. McLaughlin D, Sullivan K and Hasson
F. Hospice at home service: the carer’s
perspective. Support Care Cancer 2007; 15:
163-170.

53. Bolt SR, van der Steen JT, Schols JMGA, et al.
Nursing staff needs in providing palliative care
for people with dementia at home or in long-term
care facilities: a scoping review. Int ¥ Nurs Stud
2019; 96: 143-152.

54. DiCicco-Bloom B and Crabtree BF. The
qualitative research interview. Med Educ 20006;
40: 314-321.

55. Braun V and Clarke V. Using thematic analysis
in psychology. Qual Res Psychol 2006; 3:
77-101.

56. Guba EG and Lincoln YS. Competing paradigms
in qualitative research. In: Denzin NK and
Lincoln YS (eds) Handbook of qualitative research.
Newcastle: Sage Publications, 1994, pp. 105—
117.

57. Keeling D. Homecare user needs from the
perspective of the patient and carers: a review.
Smart Homecare Technol Telehealth 20145 2: 63.

58. Ventura AD, Burney S, Brooker J, et al. Home-
based palliative care: a systematic literature
review of the self-reported unmet needs of
patients and carers. Palliar Med 2014; 28:
391-402.

59. Raymond M, Warner A, Davies N, et al.
Palliative care services for people with dementia:
a synthesis of the literature reporting the views
and experiences of professionals and family
carers. Dementia 2014; 13: 96-110.

60. Radbruch L, De Lima L, Knaul F, et al.
Redefining palliative care—a new consensus-
based definition. ¥ Pain Symptom Manage 2020;
60: 754-764.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

Higginson IJ, Finlay IG, Goodwin DM, et al.
Is there evidence that palliative care teams alter
end-of-life experiences of patients and their
caregivers? ¥ Pain Symptom Manage 2003; 25:
150-168.

Tay RY, Hum AYM, Ali NB, et al. Comfort and
satisfaction with care of home-dwelling dementia
patients at the end of life. ¥ Pain Symptrom
Manage 20205 59: 1019-1032.el.

Johnson LA, Bell CJ, Ridner S, et al. Health-care
professionals perceived barriers to effective cancer
pain management in the home hospice setting: is
dying at home really best? Omega (United States)
2021; 83: 587-600.

Sabar R. The ‘Professional Guest’, https://
simuleurope.org/project/whahc-2019/ (2019,
accessed 18 April 2024).

Creary SJ, Caza BB and Roberts LM. Out of the
box? How managing a subordinate’s multiple
identities affects the quality of a manager-
subordinate relationship. Acad Manage Rev 2015;
40: 538-562.

Ramarajan L. Past, present and future research
on multiple identities: toward an intrapersonal
network approach. Acad Manage Ann 2014; 8:
589-659.

Brown AD. Identities in and around
organizations: towards an identity work
perspective. Hum Relar 2022; 75: 1205-1237.

Leong MQ, Lim CW and Lai YF. Comparison of
Hospital-at-Home models: a systematic review of
reviews. BM¥ Open 2021; 11: e043285.

Ritchie CS, Leff B, Garrigues SK, et al. A quality
of care framework for home-based medical care. ¥
Am Med Dir Assoc 2018; 19: 818-823.

Devlin M and Mcllfatrick S. Providing palliative
and end-of-life care in the community: the role
of the home-care worker. Int ¥ Palliat Nurs 2010;
16: 195-2010.

Gilmour H. Unmet home care needs in Canada.
Health Rep 2018; 29: 3—11.

Soudry E, Sprung CL, Levin PD, et al. Forgoing
life-sustaining treatments: comparison of attitudes
between Israeli and North American intensive
care healthcare professionals. Anesthesiology 2003;
35:19.

Gershon RR, Pogorzelska M, Qureshi KA, et al.,
Home health care patients and safety hazards in
the home: preliminary findings. In: Henriksen
K, Battles JB, Keyes MA, Grady ML (Eds.)
Advances in patient safery: new directions and
alternative approaches (Vol. 1: Assessment)

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr
https://simuleurope.org/project/whahc-2019/
https://simuleurope.org/project/whahc-2019/

Palliative Care & Social Practice 18

Visit Sage journals online
journals.sagepub.com/
home/pcr

S Sage journals

74.

75.

76.

7.

78.

79.

80.

(pp- 1-13). Rockville, MD: Agency for
Healthcare Research and Quality (AHRQ), 2008.

Hanson GC, Perrin NA, Moss H, et al.
Workplace violence against homecare workers
and its relationship with workers health
outcomes: a cross-sectional study. BMC Public
Health 20155 15: 11.

Kim E, Choi H and Yoon JY. Who cares for
visiting nurses? Workplace violence against home
visiting nurses from public health centers in
Korea. Int ¥ Environ Res Public Health 2020; 17:
4222.

Zhong XF and Shorey S. Experiences of
workplace violence among healthcare workers
in home care settings: a qualitative systematic
review. Int Nurs Rev 20235 70: 596—-605.

Laron M, Nissanholtz-Gannot R, Fialco S, et al.
Perceptions of home hospitalization among the
public and physicians in Israel: findings from
surveys conducted for the Dead Sea Health

Policy Conference of 2022. Isr ¥ Health Policy Res.

https://doi.org/10.21203/rs.3.rs-3948517/v1

Cameron P and Munyan K. Systematic review of
telehospice telemedicine and e-health. Telemed ¥
E Health 2021; 27: 1203-1214.

Eeles E, Whiting E, Tattam K, et al. Hospitals in
the home for patients with delirium: no place like
home? Australas Med ¥ 20165 9: 428-435.

Sims-Gould J and Martin-Matthews A. We share
the care: family caregivers’ experiences of their

App

older relative receiving home support services.
Health Soc Care Community 20105 18: 415-423.

endix 1: Semi-structured interview

guide—open-ended questionnaire

1.

2.

Can you describe your role within the home

hospice?

What are the key characteristics of working

in an organization that provides hospice

home care?

. What essential knowledge, skills, and char-
acteristics are important for those working
in home hospice care?

. Please tell me about the training for pallia-
tive care specialists, particularly the aspects
specific to providing care in the patient’s
home.

. What challenges do you face in your work
with the home hospice? How do these chal-
lenges affect you, the patient, and their
family?

. Could you share an incident that illustrates
one of these challenges?

. Can you describe common scenarios that
present challenges in home-hospice care?

. What aspects of home care make it unique
compared to care in an institutional setting?

. What are the advantages of working in

home-hospice care for you, the patient, and

their family?
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