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CHAPTER |

Palliative care (PC) is an interdisciplinary specialty focused on symptom relief and
quality of life (QOL) for people and families living with serious illnesses from diagnosis to
end-of-life (Ferrell et al., 2018). End-of-life care is the term used to describe the support and
care provided to the patient during the days leading up to and after death (Ferrell et al., 2018).
Early detection, accurate assessment of pain and other physical, psychosocial, and spiritual
health issues are all important aspects of PC (World Health Organization, 2018). PC is
appropriate for “...all people with serious illness, regardless of setting, diagnosis, prognosis,
or age” (Ferrell et al., 2018, p. 1684), however its availability in home health care (HHC)
settings is lacking in many countries, including Saudi Arabia which has a significant and
largely unmet need for this service.

Home-based PC in Saudi Arabia is driven by the combination of an aging population,
rapidly increasing cancer and disease burden, and the common belief that families have a
duty to care for chronically ill family members in the home (Mufti, 2002). The proportion of
older Saudi adults is projected to double from 3.4% in 2019 to 6.0% by 2030 (United
Nations, 2019). Similarly, out of a total population of about 36 million, people with chronic
disease are projected to increase from 5 million in 2019 to 10 million by 2030 (Ministry of
Health, 2019). The Saudi Ministry of Health (2019) also predicted a five to 10-fold increase
in cancer burden by 2030. Despite a growing need for PC services, the availability and use of
long-term care facilities is rare in Saudi Arabia as it is incongruent with shared cultural
values (Mufti, 2002). The result of this constellation of factors is that families increasingly
find themselves caring for chronically ill and dying family members who need home-based

PC services, which nurses primarily provide.
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Despite the need for home-based PC and the importance of nursing in addressing it,
Saudi Arabia’s HHC programs are underdeveloped, and attention to HHC nurses’ PC practice
has been lacking. There is an urgent need for research addressing this gap in knowledge to
inform national policy and the development of home-based PC services in Saudi Arabia with
a focus on nursing. Consistent with this need, the overall aim of this manuscript dissertation
was to gather information from HHC nurses and leaders about PC practice to identify areas
for future development of nursing programs and the nursing workforce.

Background and Significance

Health Care Context

The Saudi government provides full and free access to all health care services to
citizens and expatriates working within the public sector (Almalki et al., 2011). Despite
government oversight of health care services, PC and HHC have developed in isolation from
one another and remain largely underdeveloped in the nation overall. For the purposes of this
dissertation, PC is defined as a practice that focuses on symptom relief and QOL for patients
experiencing chronic disease, cancer, and terminal illness regardless of temporal illness stage.
Hence, although PC encompasses end-of-life care, the scope of PC practice extends well
beyond this area. It is necessary to make this clear because a review of the literature on PC
(see Chapter 2) in Saudi Arabia revealed the term PC is often used synonymously with end-
of-life care, which is a misnomer (Almulla & Hassouneh, 2022).
PC in Saudi Arabia

Although PC was first provided in Saudi Arabia at King Faisal Specialist Hospital and
Research Centre in the early 1990s (Nixon, 2009), it is still developing and is not broadly
available (Alsirafy et al., 2009). PC is mainly hospital-based and includes inpatient palliative
care units, inpatient consultation, and outpatient models of care (Alsirafy et al., 2009).

Patients eligible for transfer to PC units must have evidence of advanced incurable disease,
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have an active do not attempt to resuscitate (DNAR) status, have ceased curative treatments
and have accepted (along with family members) transfer of care to this service (Alsirafy et
al., 2015). Currently, in Saudi Arabia, patients in need of PC are admitted to hospitals for
long-term care because HHC services are not adequately developed. Inpatient hospices are
non-existent, and nursing homes are also limited. Therefore, in 2009, the average length of
hospital stay for all PC patients in Saudi Arabia was 24.1 days, and most (85.7%) died in the
hospital (Alsirafy et al., 2009). Underutilization of PC has resulted in an increased length of
hospital stay and unnecessarily aggressive care during end-of-life (Alsirafy et al., 2009;
Sadler et al., 2020).

HHC in Saudi Arabia

In 1991, King Faisal Specialist Hospital established the first HHC program in Saudi
Arabia developed for terminally ill cancer patients (Al-Surimi et al., 2019). Currently, there
are numerous HHC programs in Saudi Arabia such as King Faisal Specialist Hospital in
Algassim, King Fahad National Guard Hospital in Riyadh, Military hospital in Riyadh, and
King Khalid National Guards Hospital in Jeddah. Also, HHC programs exist in some private
hospitals (Al-Mazrooa, 2011). Some hospital programs offer HHC to various patients living
within a 50-km radius (Alsirafy et al., 2009). Initiation of HHC services requires physician
referral and assessment by the HHC team. HHC services aim to meet patient, family, and
caregiver needs, assessing the home environment, and maintaining continuity of care across
settings (Ministry of Health, 2020a).

Although PC can benefit patients at all stages of illness and HHC programs in Saudi
Arabia are publicly funded (Al-Surimi et al., 2019), health care providers only utilize PC
during the terminal stage of illness (Alsirafy et al., 2009; Sadler et al., 2020). Additionally,
HHC remains underutilized by health care providers in Saudi Arabia, with only 2262 HHC

nurses and two HHC programs available through the ministry of health hospitals (Ministry of
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Health, 2018). Because nurses serve as a liaison between patients and other health care
workers such as physicians and require autonomy and strong clinical judgment to fulfil their
roles, development and support of HHC nurses is critical to expanding the availability and
use of home-based PC in Saudi Arabia (Al-Mazrooa, 2011).
The Need for Development of the HHC Nursing Workforce to Deliver PC

There are several challenges to developing the capacity of the HHC nursing
workforce to deliver PC that we can infer from the acute care literature. Although
information about HHC nursing in Saudi Arabia is limited, what is known suggests that there
may be cultural, linguistic, knowledge, and practice barriers to the delivery of high quality
PC in the home (Aboshaigah, 2019; Abudari et al., 2016; Abudari et al., 2014; Al-Hazmi &
Al-Kurashi, 2005).
Linguistic and Cultural Competency

Addressing international nurses’ linguistic and cultural competence has been
identified as a quality and safety issue in Saudi Arabia (Abudari et al., 2016; Khraisat et al.,
2019). Although the Saudi population speaks Arabic and Saudi culture is largely influenced
by local interpretations of Islam, the majority of nurses working in Saudi Arabia are from
non-Arabic speaking countries (predominantly the Philippines, India, and Malaysia) with a
minority Muslim population (Alluhidan et al., 2020). This results in a steep cultural and
linguistic learning curve for international nurses in all practice areas. Contrary to the Western
emphasis on individual autonomy, in collectivist Saudi culture, the family's authority can
override individual decisions; including health care decisions; this is particularly true for
older adults or terminally ill patients whose care is family-centered (Abudari et al., 2016; al-
Shahri, 2002).

Abudari et al.’s (2016) exploration of the experiences of non-Muslim nurses caring

for terminally ill patients and their families illustrates the importance of language and cultural
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competence for care quality. Using qualitative methods, the researchers identified three main
themes: family matters, end-of-life preferences, and nursing challenges. Families controlled
end-of-life decisions while at the same time providing meticulous physical and spiritual care
to family members. Family preparedness for end-of-life varied; families who accepted their
family member was dying were most likely to accept end-of-life care, and the opposite was
true for families who were in denial or held out hope for life. Most nurses accepted patients’
cultural and spiritual practices, but some expressed concern about the safety of using herbal
mixtures and getting out of bed to engage in ritual prayer. Nurses also expressed concern
about the lack of palliative team involvement resulting in unnecessarily aggressive care.
Significant nursing challenges included difficulty communicating in Arabic and a lack of
understanding of patients’ cultural and spiritual needs (Abudari et al., 2016). Although
addressing patients’ cultural and spiritual backgrounds is a vital component of delivering
nursing care, the literature suggests training for nurses in these areas is lacking in Saudi
Arabia (Abudari et al., 2016; Khraisat et al., 2019).

Although Abudari et al.’s (2016) study provided important information about the
linguistic and cultural education and training needs of international nurses in the acute care
context generally, several gaps in knowledge remain. It is unclear if Abudari et al.’s (2016)
findings apply to HHC where nurses may develop relationships with patients and families
over time, possibly allowing for more in-depth experiential learning. It is also unknown if
demographic factors influence the linguistic and cultural competence of international nurses,
precluding the development of targeted educational programs. Finally, the perceived impact
of linguistic and cultural barriers on home-based PC and what strategies can best ameliorate
any impact are also unknown.

HHC Nurses and PC Knowledge
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The WHO (2018) has identified a lack of training and awareness of PC among health
care professionals as a central global barrier to improving PC access. Because PC is a
specialty practice, nurses’ knowledge of PC has been a concern in Saudi Arabia. Several
studies of nurses and nursing students in acute care settings have identified low levels of PC
knowledge and identified low knowledge as a barrier to PC practice in the kingdom. Abudari
et al. (2014) measured knowledge using the Palliative Care Quiz of Nursing (PCQN) in a
sample of 395 nurses from 19 countries working in Saudi Arabia and reported a mean score
of 9.06, indicating low knowledge in the sample overall. Notably, Saudi Arabian nurses had
the lowest mean score (7.06) of any group among the 18 other nationalities surveyed.
Similarly, Aboshaigah (2019) measured knowledge in a sample of 365 nurses recruited from
one public and one private hospital and reported a mean PCQN score of 8.8 in the total
sample, again reflecting low knowledge. Receipt of PC education and training and exposure
to PC in work settings were associated with higher knowledge in both studies (Aboshaigah,
2019; Abudari et al., 2014).

Studies of undergraduate nursing students’ PC knowledge, with sample sizes ranging
from 154 to 509 students (Aboshaigah, 2020; Ismaile et al., 2017; Khraisat et al., 2017), also
found low levels of PC knowledge; mean PCQN scores ranged from 5.23 to 7.0 across
studies. Exposure to PC content inside or outside university settings was associated with
higher knowledge, but lack of exposure to PC content was common.

Although no studies of PC knowledge in HHC nurses have been conducted in Saudi
Arabia, it seems reasonable to expect that results will be similar to those identified in the
other nursing samples described above. Nevertheless, documenting PC knowledge in HHC
nurses remains necessary because of the importance of elucidating knowledge deficit patterns
specific to nurses in this practice area. Furthermore, because evidence suggests that nurses

from western countries have higher PC knowledge (Abudari et al., 2014), demographic
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factors may influence HHC nurses’ need for PC education. Information about what PC
knowledge HHC nurses most need to learn and which nurses have the greatest need for
training is essential to address the potential barrier of low specialty knowledge. Finally,
solving the problem of low specialty knowledge in HHC nurses is a high priority because this
group practices with a high degree of autonomy while having less access to hospital training
(Abyad, 2017).

HHC Nursing Practices

For Saudis, receiving care at home, when possible, is the preferred option (Mufti,
2002). However, when care needs exceed what families/caregivers can provide without
healthcare professionals’ assistance, inpatient hospital care becomes necessary (Mufti, 2002).
According to Mufti (2002), although care at home may cost more than that provided in long-
term care facilities, it is more suited to Saudi culture and therefore, worth the extra expense.
Moreover, PC is most accessible when provided in the home through HHC services.
According to the Saudi Ministry of Health, HHC is a part of a continuum of comprehensive
health care that promotes, maintains, or restores health, increases independence, and
diminishes the effects of disability and illness (Ministry of Health, 2020a). Researchers in
Saudi Arabia have reported that home treatment is safe and cost-effective and have
recommended expansion of such programs (Algahtani et al., 2013; Baharoon et al., 2011,
Sadler et al., 2020).

HHC nurses visit a variety of complex, acute, or chronically ill patients in need of
skilled nursing care under a treatment plan developed and signed by physicians (Al-Mazrooa,
2011). HHC nurses work with both patients and their families/ caregivers. They assess the
patients’ home environments and determine their needs. HHC nurses work with many
different patients, such as patients recovering from accidents, childbirth, or cancer (Al-

Mazrooa, 2011). Examples of the tasks performed by HHC nurses may include: collecting
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laboratory specimens, changing wound dressings, administering chemotherapeutic agents,
administering medications, assessing and monitoring patients’ conditions, and providing
patient and family/ caregiver teaching (Al-Mazrooa, 2011). The average number of HHC
nurse visits expected per 8-hours shift is seven (Al-Mazrooa, 2011).

Although researchers have measured inpatient PC utilization and outcomes of
emergency room and hospital-based PC admissions (Alsirafy et al., 2015; Alsirafy et al.,
2009; Alsirafy et al., 2010; Sadler et al., 2020), treatment of selected conditions in HHC
relative to inpatient settings (Algahtani et al., 2013; Baharoon et al., 2011), and caregiver
burden and satisfaction with HHC services (Al-Khashan et al., 2011), no information is
currently available about the extent or nature of PC practice in HHC nursing in Saudi Arabia.
The absence of evidence on home-based PC has left the Saudi health care system unprepared
to address this growing and urgent service need. Since nurses are equipped with a variety of
specialized skills for addressing different health care needs in the community and in remote
geographic areas (Brant et al., 2019), they are the cornerstone of PC (Abudari et al., 2014),
and the most common providers of HHC around the world (Jarrin et al., 2019). Therefore,
learning more about HHC nurses’ practices in the provision of PC is a good place to start
addressing this service need.

Specific Aims

Currently, we lack direct evidence of the barriers and facilitators of home-based PC in
Saudi Arabia. While the discussion of barriers described above is relevant, it largely relies on
studies conducted in acute care settings. Moreover, indirect evidence about what might
facilitate HHC nurses’ PC practice is unavailable. Given population trends in Saudi Arabia
and the urgent need for expansion of home-based PC, the lack of research in this area is

highly concerning. To address this gap in knowledge and the overall aim of gathering
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information from HHC nurses and leaders about PC practice, this dissertation is comprised of
three papers, each with its own set of aims (see Table 1).

The first manuscript addressed aim one through an integrative literature review of
home-based PC and HHC in Saudi Arabia (Almulla & Hassouneh, 2022). The review
consisted of a synthesis of all available high-quality literature about PC and HHC in Saudi
Arabia. This aim, in part, served as a foundation for the studies reported in later dissertation
chapters by determining what is known about PC and HHC.

The second manuscript was a results paper focused on PC practices and knowledge of
HHC nurses in Saudi Arabia. Because our literature review suggests home-based PC is
underutilized by health care providers in Saudi Arabia, the purpose of the third manuscript
was to explore barriers and facilitators of home-based PC from the perspective of HHC
nurses and leaders using a mixed methods approach. The overarching theme linking these
papers is home-based PC in Saudi Arabia, with a focus on HHC nurses. Taken together, these
studies will provide Saudi stakeholders and decision makers with critical information on
home-based PC and guide future work to improve quality and expand access to this service.

Research Design

To achieve the specific aims for manuscripts two and three (see Table 1), we
conducted a quantitative cross-sectional study to examine HHC nurses’ practices and
knowledge of PC and a concurrent mixed methods study to explore the barriers and
facilitators influencing home-based PC in Saudi Arabia. Our studies were guided by a socio-
ecological framework grounded in the contemporary empiricist tradition. Given the paucity
of available information about home-based PC in Saudi Arabia, the use of a mixed methods
design offered the opportunity to learn about the phenomenon using different but

complementary approaches, yielding comprehensive information within the limits of a
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dissertation study. Methods for data collection and analysis of data are outlined in Chapters 3
and 4.
Theoretical Framework

The socio-ecological model focuses on both individual and environmental factors as a
target for health promotion interventions (McLeroy et al., 1988). It addresses the importance
of interventions directed at changing interpersonal, organizational, community, and public
policy factors which support and maintain unhealthy behaviors. The model assumes
appropriate changes in the environment will produce changes in individuals and that the
support of individuals in the population is important for implementing environmental changes
(McLeroy et al., 1988). In this dissertation, we assumed that understanding barriers and
facilitators of home-based PC found in the environment, is necessary to inform change efforts
at all levels.
The outcome of interest in the socio-ecological model was patterned behaviour, determined
by the following factors (see Figure 2):

1) Intrapersonal factors- the characteristics of individuals. HHC nurses’ knowledge,
level of education, years of experience, and other demographic factors were
operationalized as intrapersonal factors in this dissertation.

2) Interpersonal processes and primary groups- includes formal and informal social
networks and support systems such as family and team support. In this dissertation,
interdisciplinary team support, interdisciplinary team collaboration, communication
among interdisciplinary teams, availability of mentorship, and availability of
supportive staff when conducting HHC visits were operationalized as interpersonal
processes and groups.

3) Institutional factors include formal and informal rules and regulations. Available

resources such as staffing, funding, training, access to medications and medical
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4)

5)

supplies were operationalized as institutional factors in this dissertation. Additionally,
HHC nurses’ PC practice expectations and administrative support at the institutional
level were other institutional factors of interest. We modified the scale used to collect
data on HHC nurses PC practice based on the clinical practice guidelines for quality
PC to present nurses’ PC practice expectations (Ferrell et al., 2018). HHC nurses
provided data on how frequently these practices were performed.

Community factors- mediating structures or primary face-to-face groups to which
individuals belong including family, personal friendship networks and neighborhood.
In this dissertation, cultural beliefs, community awareness, community acceptance of
home-based PC services, and caregivers’ preparedness were operationalized as
community factors.

Policy factors- national laws and policies for implementing home-based PC. Lack of
national consensus on PC standards and utilization and lack of end-of-life and hospice

services were policy factors of interest in this dissertation work.

Figure 1

The Socio-Ecological Model (McLeroy, Bibeau, Steckler, & Glanz, 1988)

Public Policy Level
» PCutilization ¢ End-of-life and hospice services
Community Level
*  Community awareness » Cultural beliefs
+ Community acceptance » Caregivers’ preparedness
Institutional Level
+ Resources: training, funding, * Nurses’ practice
staffing, access to medications expegta}tlousl
and medical supplies * Administrative support
Interpersonal Level

* Interdisciplinary feam support ~ + Communication
* Interdisciplinary collaboration ~ + Mentorship

Intrapersonal Level

» Knowledge * Level of education
* Years of experience + Nationality
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Implications for Nursing
The Saudi Arabian 2030 Vision emphasizes primary care, public health, PC, end-of-
life care, and the management of chronic diseases (Ministry of Health, 2019). The benefits of
increased access to home-based PC include reduced hospital length of stay and improved
patient quality of life. Learning more about nurses’ home-based PC practices, knowledge,
and any associated demographic factors as well as nurses’ perceptions of barriers and

facilitators of home-based PC practice is essential to informing future policy and practice.
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Table 1
Chapters and Aims

Chapters

Aims

Target Journals

13

Chapter I: Introduction

Explain significance and need for
research.

Chapter Il: Home-Based
Palliative Care and
Home Health Care in
Saudi Arabia: An
Integrative Literature
Review.

Describe what is known about PC and
HHC in Saudi Arabia to guide future
research and interventions.

Published in Home
Health Care
Management and
Practice, March 14
2022

Chapter I11: Palliative
Care Practices and
Knowledge of Home
Health Care Nurses in
Saudi Arabia: A Cross-
Sectional Study

1) Describe HHC nurses’ PC practices
and knowledge.

2) ldentify demographic factors
associated with HHC nurses’ PC
practices.

3) Examine the association between
PC knowledge and HHC nurses’ PC
practices and demographic factors.

The Journal of
Palliative &
Supportive Care by
August 2023

Chapter IV: Barriers and
Facilitators of Home-
Based Palliative Care in
Saudi Arabia: A Mixed
Methods Study

1) Examine barriers and facilitators of
home-based PC provided by nurses.

2) ldentify demographic factors
associated with barriers and
facilitators of home-based PC.

3) Describe HHC nurses’ and leaders’
experiences in providing home-
based PC.

The Journal of
Community Health
Nursing by August
2023.

Chapter V: Final

Discussion, Summary, and
Implications.
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Halah Almulla, MSN, RN, PhD Student
Oregon Health & Science University, School of Nursing, Portland, OR, USA
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Description

The manuscript represents a significant contribution to the Dissertation work. Halah Almulla
is the primary author and Dr. Dena Hassouneh is the senior author. The manuscript was
submitted for publication to the Journal of Home Health Care Management and Practice on
Feb 17, 2022. After peer review, a request for a revise and resubmit was recommended. The
manuscript was published on March 14, 2022. The Journal of Home Health Care
Management and Practice is a peer-reviewed international journal focused on publishing
articles about different cultures’ view and practice of health care at home. At the time of this
Dissertation proposal, the Journal of Home Health Care Management and Practice has an

impact factor of 0.52.
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Abstract

Abstract Aging populations and a rising disease burden have increased the need for
palliative care (PC). Despite the growing demand for PC, only 14% of patients worldwide
receive this service. Home-based PC is necessary because many people prefer to receive care
and die at home. Nurses are well equipped to address diverse health care needs in the
community and are critical to successful delivery of home-based PC. The purpose of this
review is to synthesize and analyze literature relevant to home-based PC in Saudi Arabia with
an emphasis on nursing. This purpose required us to examine literature in two areas: PC and
home health care (HHC). We identified studies through database searches. We found 24
studies published between 2005 and 2021 that met quality and inclusion criteria. Although
PC and HHC are associated with positive outcomes, lack of nurses” knowledge and
awareness of PC and the underdevelopment of HHC in Saudi Arabia have contributed to
underuse of these services. Nurses are vital to the functioning of interdisciplinary teams and
effective interfacing with patients, caregivers, and families. Education and training of nurses
in Saudi Arabia is essential to promoting access to PC and HHC and the development of

home-based PC in the kingdom.

Keywords: Palliative care, home care, home health care, Saudi Arabia, knowledge, students,

caregivers, end-of-life.
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Introduction

Palliative care (PC) is an interdisciplinary specialty focused on symptom relief and
quality of life (QOL) for people living with serious illness (Ferrell et al., 2018; World Health
Organization, 2018). The goal of PC is to prevent and relieve suffering while optimizing
QOL for patients and families (Ferrell et al., 2018). Although PC is appropriate for “all
people with serious illness, regardless of setting, diagnosis, prognosis, or age,” (Ferrell et al.,
2018, p. 1685) its availability in home-based settings is lacking in many countries, including
Saudi Arabia.

Home-based PC benefits patients at any stage of illness, including those with life-
limiting illness who prefer to receive care and die at home (Gomes et al., 2013). Nurses, who
spend the most time with patients, families, and caregivers relative to other members of the
PC team, are particularly vital to the quality and availability of home-based PC (Abudari et
al., 2014; Brant et al., 2019; Jarrin et al., 2019). Despite the benefits of home-based PC and
the importance of nursing for this practice, little information is available about this service in
Saudi Arabia. The purpose of this integrative review is to synthesize and analyze knowledge
relevant to home-based PC in Saudi Arabia with an emphasis on nursing to inform future
development of this service. Because home-based PC in Saudi Arabia is an understudied
area, this review focuses on the related areas of PC and home health care (HHC).

Background
Need for Home-based PC in Saudi Arabia

Saudi Arabia has a significant need for home-based PC. In a nation of approximately
36 million people (Ministry of Health, 2020Db), there are 5 million cases of chronic disease, a
number that is expected to rise to between 8 million and 10 million by 2030 (Ministry of

Health, 2019). Moreover, the Saudi Ministry of Health predicted a 5 to 10-fold increase in
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cancer burden by 2030 (Ministry of Health, 2019). Finally, life expectancy in the Saudi
population has increased to 76.2 years, and the proportion of elderly is projected to grow
from 3.4% in 2019 to 6.0% by 2030 (United Nations, 2019).

Home-Based PC in Saudi Arabia

Although PC was first provided in Saudi Arabia at King Faisal Specialist Hospital and
Research Centre in the early 1990s (Nixon, 2009), it is still developing and is not broadly
available (Alsirafy et al., 2009). PC is mainly hospital-based and includes inpatient palliative
care units, inpatient consultation, and outpatient models of care (Alsirafy et al., 2009).
Patients eligible for transfer to PC must have evidence of advanced incurable disease, have an
active do not attempt to resuscitate (DNAR) status, have ceased curative treatments, and have
accepted (along with family members) transfer of care to this service (Alsirafy et al., 2015).
Although HHC programs are available for eligible patients in need of PC, end-of-life patients
use hospital-based PC services when PC at home becomes difficult and because hospices and
nursing homes are non-existent (Alsirafy et al., 2009).

According to the Saudi Ministry of Health, HHC is a part of a continuum of
comprehensive health care that promotes, maintains, or restores health, increases
independence, and diminishes the effects of disability and illness (Ministry of Health, 2020a).
The first HHC program, established by King Faisal Specialist Hospital in 1991, was for
terminally ill cancer patients (Al-Surimi et al., 2019). Currently, some hospital programs
offer HHC to a variety of patients living within a 50-km radius (Alsirafy et al., 2009).
Initiation of HHC services prior to hospital discharge requires referral and evaluation by the
HHC team. HHC services include meeting patient, family, and caregiver needs, assessing the
home environment, and maintaining continuity of care across settings (Ministry of Health,

2020a).
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Although PC can benefit patients at all stages of illness and all HHC programs in
Saudi Arabia are publicly funded (Al-Surimi et al., 2019), PC is only utilized during the
terminal stage of illness. Furthermore, HHC remains underutilized in Saudi Arabia, with only
2262 HHC nurses and two HHC programs available through ministry of health hospitals
(Ministry of Health, 2018).

Method

We searched for literature on PC and HHC in Saudi Arabia. Due to a scarcity of
research in these areas, we did not limit the search by publication date. The first step of the
selection process was a comprehensive search of the CINAHL, Ovid Medline, Scopus,
PubMed, and Google Scholar databases using the keywords “Saudi*,” and “PC” joined by
“AND.” Next, we searched using the keywords “Saudi*”, “home care* OR home health
care*” joined by “AND.” We identified 421 articles across databases after removing
duplicates. Next, using Google Scholar, we checked the reference lists of included articles for
additional sources. We conducted searches for “PC” and “HHC” separately because when we
joined those keywords with “AND,” we received no results.

We screened all article titles and abstracts for eligibility. Studies of PC or HHC with
samples from and analyses specific to Saudi Arabia were eligible for inclusion. As few
published studies specifically addressed PC and HHC nursing in Saudi Arabia, we included
studies with relevance to nursing even when nursing was not the specific focus. However, we
excluded studies focused on non-nursing clinical roles and hospices.

With permission, we used the John Hopkins research evidence tool to evaluate the
quality of studies independently and then together to classify studies as high, moderate, or
low quality (Dang & Dearholt, 2017). We only included studies of high or moderate quality
in the review. We ultimately identified 24 studies, 15 related to PC and 9 related to HHC (see

Figure 1). Publication dates ranged from 2005 to 2021.
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Figure 1
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Of the 24 studies we included in this review, 23 were quantitative (12 cross-sectional,
nine retrospective reviews, and two randomized controlled trials [RCTs]), and one was
qualitative (Abudari et al., 2016). The predominance of descriptive studies in this review
likely reflects the nascent development of PC and HHC research in Saudi Arabia.

In most studies, researchers used convenience samples (see Table 1), and target
populations varied based on study aim. Researchers used a variety of reliable and valid scales
(see Table 1). All quantitative analyses entailed descriptive statistics, and 12 employed
inferential statistics. The qualitative analysis entailed an iterative coding process to develop

themes that two external auditors subsequently evaluated (Abudari et al., 2016).
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Specialty Knowledge in Nursing
Nurses’ PC Knowledge

Two studies with nurses and three with nursing students provided evidence about
knowledge of PC. In all studies, researchers used the Palliative Care Quiz for Nursing
(PCQN) to measure knowledge, enabling comparisons across studies. PCQN scores range
from 0 to 20 with lower scores indicating lower knowledge. Abudari et al. (2014) measured
knowledge using the PCQN in a sample of 395 nurses from 19 countries working in Saudi
Arabia and reported a mean score of 9.06, indicating low knowledge in the sample overall.
Notably, Saudi Arabian nurses had the lowest mean score (7.06) of any group among the 18
other nationalities surveyed. Similarly, Aboshaigah (2019) measured knowledge in a sample
of 365 nurses recruited from one public and one private hospital and reported a mean PCQN
score of 8.8 in the total sample, again reflecting low knowledge. Receipt of PC education and
training and exposure to PC in work settings were associated with higher knowledge in both
studies (Aboshaigah, 2019; Abudari et al., 2014)

Studies of undergraduate nursing students’ PC knowledge had sample sizes ranging
from 154 to 509 students (Aboshaigah, 2020; Ismaile et al., 2017; Khraisat et al., 2017).
Mean PCQN scores ranged from 5.23 to 7.0 across studies, reflecting low knowledge in all
samples. Although exposure to PC content inside or outside university settings was
associated with higher knowledge, lack of exposure to PC content was common.

Studies of PC knowledge in nurses and nursing students consistently showed low
knowledge, and findings collectively point to the important role of specialty education and
training for improving knowledge. Given the importance of education, it is notable that
student studies consistently reported nursing programs contained little or no PC content.

Nurses’ Knowledge of HHC
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Two studies provide evidence of nurses’ knowledge of HHC. Al-Hazmi and Al-
Kurashi (2005) conducted a study of self-perceived HHC knowledge in 637 health care
providers, including 339 nurses and 27 administrators from eight private and three public
hospitals. The researchers designed two self-administered questionnaires, one for
administrators and one for health care providers, to measure self-perceived knowledge in
these groups. The authors found low levels of perceived HHC knowledge in all participants
(Al-Hazmi & Al-Kurashi, 2005). Of the 27 administrators, 13 reported low levels of HHC
knowledge, and seven reported no knowledge. When researchers questioned participants
about sources of information, journals (65%), university education (50%), and work
experience (50%) received the highest scores. Of the 339 nursing participants, 62.8%
reported low levels of HHC knowledge, and 7.7% had no knowledge of HHC. Nurses
identified university education (41.6%) and hospital work (68.3%) as their main sources of
information about HHC.

Asiri et al. (2018) surveyed 80 HHC professionals to assess knowledge, attitudes, and
self-reported practices related to risk of falls in HHC. A total of 52 professionals, including
24 nurses employed by 23 HHC centers, responded to the survey. Nurses” HHC knowledge
was relatively evenly spread across low- (n = 6), moderate- (n=10) and high- (n=7)
knowledge groups (Asiri et al., 2018). The authors’ also found nurses are more likely to
assess and document patients’ risk of falls in the HHC setting than other health care
professionals.

Al-Hazmi and Al-Kurashi’s (2005) study of hospital-based nurses reported low HHC
knowledge, and in their study of HHC nurses, Asiri et al. (2018) reported 17 out of 24 nurses
had moderate to high knowledge. These findings are consistent with the various sampling and
measurement approaches used in these studies, with the former assessing HHC knowledge

broadly in a non-specialty group and the latter assessing the specific area of fall prevention in
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a group of HHC specialists. The small number of studies on nurses’ knowledge of HHC and
lack of any studies with students suggests nursing education underemphasizes this area.
Studies of the Nursing Workforce

Two studies provide information about the nursing workforce, which primarily
comprises foreign nationals. Alrasheedi et al. (2021) examined factors associated with
nurses’ and nursing students’ intention to work in oncology in a sample of 444 participants
from 5 major hospitals. The researchers assessed the relationship between PC knowledge,
attitudes toward caring for dying patients, self-efficacy, and job satisfaction with intention to
practice oncology nursing in the future. The sample comprised three nursing groups:
undergraduates (n = 178), oncology graduate students (n=33), and oncology nurses
(n=263); 96.6% of nurses were foreign-born (Alrasheedi et al., 2021). A more positive
attitude toward caring for dying patients was the only variable that significantly predicted
intention to practice in oncology across all groups. Given the significance of attitudes toward
caring for dying patients, the authors concluded improving education and training on end-of-
life care might expand the supply of nurses prepared to provide PC to cancer patients.

Abudari et al. (2016) explored the experience of non-Muslim nurses caring for
terminally ill patients and their families. Using qualitative methods, the researchers identified
three main themes: family matters, end-of-life preferences, and nursing challenges. Families
controlled end-of-life decisions while at the same time providing meticulous physical and
spiritual care to family members. Family preparedness for end-of-life varied; families who
accepted their family member was dying were most likely to accept end-of-life care, and the
opposite was true for families who were in denial or held out hope for life. Most nurses
accepted patients’ cultural and spiritual practices, but some expressed concern about the
safety of using herbal mixtures and getting out of bed to engage in ritual prayer. Nurses also

expressed concern about the lack of palliative team involvement resulting in unnecessarily
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aggressive care (Abudari et al., 2016). Major nursing challenges included difficulty
communicating in Arabic and lack of understanding of patients’ cultural and spiritual needs
(Abudari et al., 2016). These findings point to the importance of family in end-of-life care
and the need to increase cultural and linguistic knowledge in the kingdom’s non-Saudi
nursing workforce.

Although these studies were relevant to the PC nursing workforce, they focused on
different populations and used different methods. Yet both studies included a sample of
foreign-born nurses, reflecting the large proportion of non-Saudis in the workforce. The
significance of nursing for patient outcomes and the complexity of practicing outside one’s
home country in the context of a multinational nursing workforce suggest an urgent need for
future research in this area.

Caregiver Studies

We found two studies on informal caregivers connected with PC or HHC services.
Ghazwani et al. (2021) examined burden and distress in a sample of 78 caregivers of
terminally ill PC patients admitted to a southern hospital over one year. The participants’
mean age was 39.5 years, and 58.8% were men. Sons (50%) and daughters (30.8%)
comprised the majority of caregivers (Ghazwani et al., 2021). Almost all caregivers reported
some burden, including 39% reporting moderate to severe burden. Older age and familial
relationships other than parent-daughter were associated with higher burden. Daughters also
reported lower levels of distress than other family caregivers. In the second study, researchers
examined 240 caregivers’ level of satisfaction with HHC services received from a single
hospital (Al-Khashan et al., 2011). The median age of caregivers was 45 years. More than
half of caregivers were men, and 51.4% were patients’ sons or daughters. Overall, caregiver
satisfaction with HHC services was high (Al-Khashan et al., 2011). Notably, 82% of

caregivers reported patients received appropriate health care, and 83% felt HHC services
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improved their confidence in caring for patients. Most caregivers preferred caring for patients
at home, believing home care was better for their own and patients’ well-being than inpatient
care (Al-Khashan et al., 2011). Factors associated with higher satisfaction were older age,
being a woman, and receipt of frequent HHC visits.

Although the caregiver studies we found in this review focused on various care
receiver populations, both found sons and daughters make up the majority of caregivers, with
an average of age between 40 and 45. Although men comprised the majority of caregivers in
both samples, daughters reported lower burden, and women reported higher satisfaction with
HHC services, suggesting gender influences caregiver roles in Saudi families.

Utilization and Outcomes of Specialty Care
Palliative Care Service Use and Outcomes

Seven studies revealed patterns and outcomes of emergency room and hospital-based
PC admissions, with sample sizes ranging from 103 to 887 patients. Several studies
documented delayed referral to inpatient PC services whether admission came through the
emergency room or other inpatient services (Alsirafy et al., 2015; Alsirafy et al., 2009;
Alsirafy et al., 2010; Sadler et al., 2020). Direct admission to the PCU was less common
(36%) than inpatient transfer (64%), further reflecting delayed use of PC services (Alsirafy et
al., 2009). Mean and median survival time from the first PC referral in one study was 19 days
(Alsirafy et al., 2010), and another showed 45% of physicians waited one day before patients
died to refer (Sadler et al., 2020). Sadler et al. (2020) also reported underutilization of PC
services, with only 22 of 103 patients coming through the emergency room having had any
PC involvement in the year preceding death. Despite this underutilization of PC, several
studies documented the benefits of this service, including shorter length of hospital stay
(AlShehery et al., 2020; Alsirafy et al., 2015), superior opioid pain management (Al-Shahri et

al., 2020), slightly longer survival time (Alsirafy et al., 2010; Sadler et al., 2020), and
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avoidance of unnecessary and aggressive treatment (Alsirafy et al., 2015; Sadler et al., 2020).
Notwithstanding the benefits of PC services, one study showed most patients (85.7%) still die
in the hospital (Alsirafy et al., 2009) due the lack of available home-based PC options
(Alsirafy et al., 2009; Sadler et al., 2020).

In summary, PC is available primarily in inpatient settings, and these services are
underutilized. PC referral often occurs near death, resulting in extended hospital stays,
unnecessary treatment, and poorer pain management prior to referral.

HHC Service Use and Outcomes

Two studies revealed patterns of morbidity and mortality in HHC patients, including 1
focused on patterns of risk and mortality during the COVID-19 pandemic (Al-Modeer et al.,
2013; Algahtani et al., 2021 ). Both studies showed most HHC patients are elderly and have
chronic conditions. One study (N = 880) showed 89% of participants had two or more
morbidities, with hypertension (59.1%), diabetes mellitus (57.3%), and stroke (34.9%) being
the top three (Al-Modeer et al., 2013). In their study of health patterns and risk of mortality
during COVID-19 (N = 101), Algahtani et al. (2021) reported a high fatality rate among HHC
elderly patients (26.7%). Almost half of patients were admitted to the hospital, and half of
admitted patients died in the inpatient setting. The authors attributed the high fatality among
hospitalized HHC patients to their advanced age and morbidities.

In three studies, researchers compare the outcomes and costs of inpatient versus home
management for various conditions. Mutwalli et al. (2012) evaluated the effect of a home-
based cardiac rehabilitation (CR) program on post-coronary artery bypass graft patient
outcomes. The researchers randomly assigned the participants to a control group receiving
standard hospital care (n=21) or an intervention group (n=28). The mean age of
intervention and control participants was 56.75 and 54.4 years, respectively. The researchers

found intervention participants had significantly higher QOL, psychological well-being, and
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physical functioning as well as fewer hospital readmissions than the controls (Mutwalli et al.,
2012). The authors concluded the home-based cardiac rehabilitation program produced better
patient outcomes than standard hospital care.

In two studies, researchers examined outcomes and costs associated with home 1V
infusion programs, one (Algahtani et al., 2013) for treatment of DVT (n=61) and the other
(N=152) for administration of antibiotics (Baharoon et al., 2011). Both studies relied on a
short period of hospitalization followed by HHC with frequent nurse visits, and both
documented favorable outcomes for home treatment as well as cost savings. The mean patient
age in these studies ranged from 48.4 to 52.8 years. In the first study, mean nursing time for
patients managed at home was 4.2 + 2.3 days, compared to 16.4 +11.5 days for inpatients
(Algahtani et al., 2013). Other mean costs, such as hospital stay and doctor’s fees, were also
significantly lower for outpatients ($1,000) than for inpatients ($2387). Similarly, in the
second study, the cost of the home program was 644,627 Saudi Riyals (SAR), compared to a
calculated inpatient cost of 1,368,750 SAR (Baharoon et al., 2011). The authors of both
studies concluded home treatment was safe and cost-effective and recommended expansion
of such programs.

The five studies we reviewed in this section describe a breadth of HHC services. The
first two studies described HHC patients who were primarily elderly with chronic
morbidities, and the last three examined HHC for slightly younger patients receiving home
treatment for conditions typically managed in the hospital. Given the diverse array of patients
and services we described in this section, the absence of any mention of home-based PC is
notable.

Patient Satisfaction and QOL
In two studies, researchers examined patients’ QOL. Aboshaiqah et al. (2016)

examined the relationship between QOL and satisfaction with PC in a sample of 130 cancer
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patients. The participants were mostly women (79%) between 17 and 86 years old, and more
than half had breast cancer (53%). The researchers found that emotional functioning is
closely associated with patient satisfaction (Aboshaiqgah et al., 2016). Similarly, Al-Surimi et
al. (2019) examined factors associated with QOL in 253 patients receiving HHC through the
National Guard ministry in Riyadh. Similar to Aboshaiqah’s (2016) study, the majority of the
participants were women (63%), over 60 years old (73.3%), with chronic diseases. Mean
QOL scores were highest in the social relationship and environment domains and lowest in
the physical domain. Being married, psychological problems, stroke, and number of illnesses
were independently associated with overall QOL.

Although they studied different services and measured different variables, the
researchers in both studies pointed to the importance of psychological function for patients’
QOL. Despite this finding, we found no studies focused specifically on psychological well-
being in PC or HHC patients.

Discussion

This integrative literature review is the first to synthesize studies of PC and HHC in
Saudi Arabia. Although we broadened our initial focus on home-based PC to PC and HHC
generally, we found a dearth of literature. Studies on nursing practice including cultural
aspects of care and studies of patient and caregiver perspectives were particularly absent.

Despite the limited number of studies available on PC and HHC in the kingdom, the
available evidence allowed us to draw preliminary conclusions in 4 areas: 1) nursing
knowledge of PC, 2) the role of family in caring for patients, 3) underutilization of PC, and 4)
the safety and cost effectiveness of home treatments for conditions typically managed in the
hospital.

Several studies have documented low nursing knowledge of PC among nurses and

nursing students, using the PCQN. These findings are consistent with those reported by the
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authors of studies conducted with nurses in Jordan (Al Qadire, 2014) and Qatar (Al-Kindi et
al., 2014) using the same knowledge measure. Few studies addressed nurses” HHC
knowledge, suggesting this area of nursing practice remains underdeveloped.

One study of nursing practice and two caregiver studies highlighted the importance of
family in the care of chronically and terminally ill patients in all settings. Family caregivers
in the home were usually sons or daughters, and HHC service visits were highly valued. One
study documented caregiver burden in the moderate to severe range, suggesting this is a
significant problem in need of further study. We also found HHC was associated with
positive patient outcomes, including better QOL. This finding is consistent with those of a
recent narrative review, which showed home-based PC has multiple benefits, including
positive patient outcomes (Roberts et al., 2021).

Another finding of this review was the underutilization of PC, resulting in increased
length of hospital stay and unnecessarily aggressive care during end-of-life. Although
families were devoted to dying members, many lacked the confidence and supports needed to
care for loved ones in the home, resulting in most deaths occurring in the hospital. These
findings are similar to those found in neighboring countries. Researchers investigating cancer
deaths in Kuwait (Alshemmari et al., 2015) and Qatar (Mohsen et al., 2014) found the vast
majority of deaths occur in the hospital. Also notable, all studies on PC focus on end-of-life,
indicating the scope of PC in Saudi Arabia is limited to this area. This finding is consistent
with those from a study of clinicians in Bahrain who perceived PC as synonymous with end-
of-life or hospice care (Weng et al., 2021). Clinicians in this study also reported challenges
initiating end-of-life discussions because family members typically oppose disclosure of
terminal diagnoses to patients (Weng et al., 2021). In Al-Awamer & Downar’s (2014) study
of barriers to implementation of PC in the Middle East, they also identified unfamiliarity with

the role and benefits of PC and cultural barriers as challenges. Given the importance of



HOME-BASED PALLIATIVE CARE 29

understanding and addressing cultural aspects of end-of-life in PC, the cultural and linguistic
barriers the large non-Muslim nursing workforce in Arabia faces may pose additional
challenges (Abudari et al., 2016).

The last finding of this review is the emergence of HHC as an alternative to inpatient
treatment, specifically cardiac rehabilitation and IV therapies. All studies showed superior or
similar treatment outcomes for home management relative to inpatient care, and two
documented significant cost savings. This evidence points to the safety, feasibility, and cost
effectiveness of home treatment for complex conditions primarily managed in Saudi
hospitals. Because home treatments relied heavily on frequent nurse home visits (Algahtani et
al., 2013; Baharoon et al., 2011), this work also points to the importance of nursing in
moving care from the hospital to the home.

Limitations

This review drew on a limited number of studies, the majority of which were cross-
sectional quantitative studies using convenience samples. Therefore, we were unable to make
causal inferences related to variables of interest or understand changes that occur over time.
Finally, although publishing in English-language journals is standard practice in the Saudi
health sciences, it is possible that exclusion of non-English language articles reduced the
number of articles included in the review.

Conclusion and Implications

The Saudi Arabian 2030 Vision emphasizes primary care, public health, PC, end-of-
life care, and the management of chronic diseases (Ministry of Health, 2019). To support
these goals and establish access to home-based PC, Saudi Arabia needs a strong nursing
workforce equipped to function as effective members of interdisciplinary teams.

We have several recommendations for education, policy, and research to support the

development of PC and HHC nursing. First, the National Center for Academic Accreditation
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and Evaluation, charged with ensuring standardized and sufficient specialty content in
nursing curricula across the kingdom, should examine competencies relevant to these areas to
promote development of a nursing workforce prepared to lead change, expand services, and
promote quality in these specialties. Stronger education and training of Saudi nurses may
reduce reliance on foreign-born nurses while improving care quality. Second, professional
accrediting agencies, such as the Central Board for Accreditation of Healthcare Institutions
(CBAHI) and Joint Commission International (JCI), should emphasize standard practices in
PC and HHC nursing by promoting continuous training and competence in the existing
workforce.

Our review points to several areas for future research. First, patients’, families’, and
caregivers’ perspectives and experiences are largely missing from the PC and HHC literature,
yet these voices are critical to these specialties and the development of home-based PC.
Second, the literature indicates a lack of attention to the nursing workforce in PC and HHC, a
finding that is striking given the complexity of the Saudi health care system’s multinational
workforce. Future research examining the impact of nursing on PC and HHC will highlight
areas in need of improvement and opportunities for change. Finally, we found examinations
of psychosocial outcomes in PC and HHC and no studies that addressed cultural aspects of
care. Greater attention to the whole person is required to improve care. Use of rigorous RCTSs,

longitudinal design, and qualitative research can help address these gaps.
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Table 1

Literature Matrix

31

experiences in
caring for terminally
ill Muslim patients
and their families.

working at a
tertiary hospital in
Riyadh.

phenomenolo
ay.

ended questions).

Author Purpose Sample/Setting Design Data Key Findings
Collection/Measures
. Aboshaigah Investigate Convenience Quantitative - Palliative Care Quiz - Mean = 5.23, indicating low PC knowledge.

(2020) predictors of PC sample of 409 Cross- for Nursing (PCQN). - Private university enrolment; being a 2" year student;
knowledge in nursing students at  sectional Total score ranging receiving non-university-based PC education; and
nursing students. one public and one  survey. from 0- 20. attending a PC course in the nursing program

private academic predicted higher knowledge.
institution.
. Aboshaigah Assess nurses’ PC A convenience Quantitative - PCQN. Total score - Mean = 8.88, interpreted as low knowledge.

(2019) knowledge. sample of 365 Cross- ranging from 0- 20. - Younger age and working at a private hospital

nurses working at 2 sectional predicted lower knowledge while attending PC
Riyadh hospitals. survey. education in the last 6 months predicted higher
knowledge.
. Aboshaigah et  Determine the A convenience Quantitative - QOL.: European - The relationship between satisfaction and physical
al. (2016) relationship between sample of 130 Cross- Organization for function was weak; emotional function and global
QOL and cancer patients sectional Research and health status were moderately associated with
satisfaction with recruited from a survey. Treatment of Cancer— satisfaction.
care among cancer Ministry of Health Palliative Care - Emotional function was the most important predictor
patients receiving tertiary hospital. (EORTC QLQ-C15- of satisfaction. Increases in emotional function were
PC. PAL) questionnaire associated with increases in satisfaction.
- Satisfaction: EORTC
IN-PATSAT32.
. Abudari etal.  Explore non-Muslim A purposive sample Qualitative, - Semi-structured - Factors influencing nurses’ experiences: included
(2016) nurses’ lived of 10 nurses descriptive Interviews (open- cultural values, religious practices, and a family

approach to the process of care.

- Absence of PC integration and the unavailability of
interdisciplinary team members was a challenge.

- Lack of cultural knowledge was a barrier to quality
nursing care.
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-Investigate the
contexts/situations
that influenced
nurses’ experiences.

5. Abudari et al.

Determine PC

A convenience

Quantitative

PCQN. Total score

- Mean =111.66 on the FATCOD scale and 9.06 on the

(14) knowledge and sample of 395 Cross- ranging from 0- 20. PCQN indicating moderate attitudes and low
attitudes of the nurses from 19 sectional Frommelt Attitudes knowledge, respectively.
nursing workforce.  different survey. Toward Care of the - Nurses’ PC training and years of work experience
nationalities Dying (FATCOD) were associated with higher scores.
working at a scale. Total score - Level of PC integration in nurses” home countries
tertiary hospital in ranging from 30- 150.  was the most significant predictor for higher scores in
Riyadh. PCQN and FATCOD.

6. Al-Hazmiand  Assess health care Stratified random Quantitative Self-administered - When asked whether they knew of HHC services,
Al-Kurashi professionals’ self-  sample of 637 Cross- questionnaire 90.9% of medical directors, 62.5% of primary health
(2005) reported knowledge  health workers and  sectional measuring care center directors, 83.1% of physicians, 92.9% of

of HHC. 27 administrators survey. administrators and nurses, 98.6% of physiotherapists, 95.9% of social
working at HHC team workers, and 57.6% of the health team members

government and
private hospitals in
Al-Khobar and Al-
Dammam.

knowledge about
HHC.

replied that they did, although this knowledge was
very scanty.

- Health care workers’ source of information was
hospital work (65.0%) while administrators’ sources
were journals (65.0%).

- Only 11.1% of the administrators and 30.3% of the
health team members received HHC training from a
university.

7. Al-Khashan et

al. (2011)

Assess home
caregivers’
satisfaction with
support services and
identify potential
factors affecting
satisfaction.

A random sample
of 240 participants
working at a
military hospital in
Riyadh.

Quantitative
Cross-
sectional
survey.

Structured telephone
interviews.

- Most caregivers agreed HHC teams provided proper
healthcare—related support to patients and improved
caregivers’ self-confidence in caring for patients.

- Overall, on a scale of 100%, the median level of
satisfaction was 90%; 73.2% of caregivers had a
satisfaction score of 75% or higher.

- Older age, being a woman, and more frequent HHC
visits were positively and independently associated
with caregiver satisfaction.
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8. Al-Modeer et Describe the profile A convenience Quantitative - Review of medical - Most prevalent morbidity was hypertension (59.1%)

al. (2013) of morbidity among  sample of 880 retrospective records for all followed by diabetes mellitus (57.3%), stroke
elderly patients participants chart review. patients in the past 6 (34.9%), dementia (28.5%), osteoarthritis (24.2%) and
receiving HHC (elderly > 60 years) months. Alzheimer (21.4%).

services.

receiving care at
the Armed Forces
Hospital in the
south.

Women were at higher risk for disease compared to
men. Obesity was the most frequent risk factor,
followed by osteoporosis and fracture.

Men were more susceptible to hypertension, stroke,
and renal disease.

9. Algahtani et
al. (2021)

-Explore the health
condition of

HHC patients
infected with
COVID-109.
-Assess risk factors
for mortality.

A convenience
sample of 101
HHC patients with
COVID-19
receiving care at
the Armed Forces
Hospital in the
south.

Quantitative
retrospective
chart review.

- Review of medical

records for 3-month
period.

Most HHC patients were elderly (mean 74.9 years).
Almost half of the patients admitted to the hospital
(47.5%).

Most HHC patients were hypertensive (72.3%),
diabetic (69.3%) and chronic kidney disease (36.6%).
Heart diseases included ischemic heart disease
(16.8%), congestive heart failure (11.9%) and atrial
fibrillation (10.9%). Neurological diseases included
cerebrovascular accidents (19.8%), dementia (8.9%),
and epilepsy (5%).

Case fatality for COVID-19 among HHC patients was
26.7%, significantly higher among those who were
hospitalized.

Case fatality rates for COVID-19 were significantly
higher among patients with diabetes, cerebrovascular
accidents, and those with epilepsy.

10. Algahtani et
al. (2012)

Determine and
compare the cost of
inpatient hospital
treatment versus
outpatient treatment
of patients with
DVT.

A convenience
sample of 61
patients
randomized to
treatment (31) or
control group (30)
at King Khalid
University
Hospital, Riyadh.

Quantitative
prospective
randomized
clinical
study.

- Data collected about
direct medical costs.

There were no significant differences in the outcome
between the outpatient and inpatient groups; three
patients (9.7%) in the outpatient group and four
patients (13.3%) in the inpatient group had recurrent
DVT.

Mean nursing cost was $55 for the outpatient group
and $215 for the inpatient group, mean laboratory
monitoring cost was $638 for outpatient group and
$1511 for the inpatient group.
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Hospital stays and doctor’s fees amounted to a mean
of $1000 for outpatient treatment and $2387 for
inpatient treatment.

The mean outpatient cost was significantly lower than
the inpatient cost ($1750 vs. $4338).

11. Alrasheedi et  -ldentify and A convenient
al. (2021) describe predictors  sample of 474

of nurses’ intention  participants from 5
to work in oncology. major hospitals in
-Analyse association  Saudi Arabia. The
between individual ~ sample comprised 3
characteristics, job groups:
related factors, PC undergraduate
knowledge, attitude  nursing students
toward caring for (UNS),

dying patients, postgraduate
general self- oncology nursing
efficacy, job students (PONS)
satisfaction and and oncology
intention to work in  registered nurses
oncology. (ORN).

Quantitative - PCQN. Total score

Cross- ranging from 0- 20.

sectional - FATCOD. Total

study. score ranging from
30- 150.

- The General self-

efficacy scale (GSE).

Total score ranging
from 10- 40.

- The Minnesota
Satisfaction
Questionnaire
(MSQ). Total score
ranging from 2- 100.

Overall, 43.9% of the sample intended to work in
oncology.

Only 1 variable was a significant predictor of
intention to work in oncology across all 3 groups
studied: a more positive attitude toward caring for
dying patients.

At post-graduate level, higher levels of PC knowledge
and general self-efficacy were significantly associated
with increased intention.

At undergraduate level, general self-efficacy was a
significant predictor.

Job satisfaction was a significant predictor among
registered nurses.

PCQN score 7.1 for UNS, 9.6 for ORN and 11 for
PONS.

FATCOD score 98.2 for UNS, 108 for ORN and
100.3 for PONS.

GSE score 31.8 for UNS, 30.8 for ORN and 28.3 for
PONS.

MSQ score 69.38 for ORN.

The majority of UNS (79.2%) reported they had not
received PC education during their program.
Emergency nursing, surgical and perioperative
nursing were the most preferred specialties among
students while oncology nursing was one of the least
preferred specialties.

12. Al-Shahriet  Explore changesin A convenience
al. (2020) the pattern of opioid  sample of 631
prescription and

Quantitative - Data were collected
retrospective by reviewing 21
review months of medical

- The proportion of patients on opioids before referral

(83.4%) increased to 93.3% in the post-referral period.
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pain scores before
and after referring
inpatients to a
palliative care team
(PCT).

patients in a tertiary
hospital in Riyadh.

Patients receiving opioids on a regular basis increased
from 31.9% before referral to 49.9% after referral to
the PCT.

Morphine was the most commonly prescribed opioid
on a regular basis pre- and post-referral.

Upon referral, the administration of opioids via the
subcutaneous route increased from 3.7% to 10.9%.

On average, pain scores were reduced by 1 point on a
0 to 10 numeric scale within 48 hours of being seen by
the PCT.

records for all new
inpatient referrals to
the PCT.

13. AlShehery et
al. (2020)

Examine differences
in PC services
during the initial 4
months of the
COVID-19
pandemic compared
to the respective 4
months.

A convenience
sample of 319
patients seen at the
PC unit (PCU) in a
tertiary hospital in
Riyadh.

- There were more PCU admissions and relatively more
carried over patients during 2020.

- The top diagnosis/reason for admission in 2020 was
end-of-life, 10% more than in 2019.

- During COVID-19, there were more old cases than
new cases in the ward.

. Hospital length of stay (LoS) of patients was reduced
an average of 2 days.

-The number of imminent death protocols was also
lesser during lockdown compared to the previous year.

-Patients reported high satisfaction with virtual clinics.

- Data were collected
by reviewing 4
months of medical
records.

Quantitative
retrospective
chart review

14. Alsirafy et al.
(2015)

Describe the LoS for

terminal
hospitalizations in
cancer patients
managed by PC
consultation (PCC)
service and an
inpatient PCU.

Convenience
sample of 328 in-
hospital cancer
deaths at Dammam
tertiary hospital.

- LoS of the PCU group was significantly shorter than
the PCC group (9.9 [+9.4] vs 17.8 [+19.7] days for the
PCC group).

- Age > 35 years and direct admission to the PCU by the
PC service were independently associated with shorter
LoS.

- Review of medical
records over 33
months.

Quantitative
retrospective
chart review.

15. Alsirafy et al.
(2010)

- Determine timing
of referral to the
PC consultation
team (PCCT) for

Convenience
sample of 887
eligible patients
who died ina

Quantitative - Review of medical - Referral during the last week of life occurred in 28%

retrospective records for patients of cases.
review. referred to the PCCT - The median survival from the first referral was 19
during a 4- year days.

period.
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cancer hospital
deaths.

- Determine factors

that may be
associated with
late referral.

tertiary hospital in
Riyadh.

- In multivariate analysis, survival differed significantly
according to the referring specialty and the setting of
referral.

- The median survival of patients who died in the PC
ward or other wards under the care of the PC service
was 33 days (while that of patients who died in other
wards under care of specialties other than PC was only
8 days.

16. Alsirafy et al.

Describe patterns

Convenience

Quantitative

Review of cancer

- The emergency room (ER) was the most common

(2009) and outcomes of sample of 629 retrospective patients’ medical mode of hospital entry (65.7%).
admissions to a cancer patients. chart review. records during a 4- - PCU patients who died were more likely to be
hospital based PCU year period. hospitalized through the ER compared to other
in the absence of services (69.4% vs 56.8%, respectively).
subacute PC models. - The average LoS for all admissions was 24.1 days
(+25.7).

- LoS was longer for PCU deaths compared to PCU live
discharges (25.5 [+26.4] vs 20.7 [+23.7],
respectively).

17. Al-Surimiet  Describe and assess  Entire population Quantitative - The brief WHO QOL - Being married was positively associated with overall
al. (2019) QOL and associated  of 300 patients Cross- (WHOQOL-- BREF) QOL while having had a stroke or psychological
determinants in enrolled in the sectional questionnaire. problems was negatively associated with overall QOL.
patients enrolled ina  Saudi Ministry of survey.
HHC program. National Guard
Health Affairs
HHC program.
18. Asiri et al. Describe HHC Convenience Quantitative - Self- administered - 46% of participants stated they had some knowledge
(2018) professionals’ sample of 52 Cross- questionnaire used to of falls risk factors in older adults, 40% of

knowledge of fall
risk factors and
practice patterns
related to fall
prevention.

patients from HHC
settings in Aseer.

sectional
survey.

collect data on
knowledge, attitudes,
and self-reported
practice behaviour
related to assessment
and management of
falls risk.

participants stated that they were very knowledgeable
and only 14% stated they had little knowledge of falls
risk factors.
- Approximately 25% of nurses felt they had little
knowledge of risk factors for fall.
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19. Baharoonet  Evaluate patient Convenience Quantitative - Review of medical - The mean duration of the IV antibiotic treatment was
al. (2011) acceptance, dropout  sample of 152 retrospective records over 8 20.6 days.
rate, efficiency, cancer patients chart review. months. - Peripherally inserted central catheter lines were used
safety, enrolled on HHC for 86% of patients.
complications, most 1V antibiotic - The majority of patients completed the intended
frequently used program in a duration of therapy (86.2%).
antibiotics, and tertiary hospital in - Only 8.5% of patients were re-admitted to the
diagnoses in HHC Saudi Arabia. hospital.
patients. - Osteomyelitis was the most frequent diagnosis
(42.8%) followed by urinary tract infection (23.7%).
20. Ghazwani et  Explore prevalence  Convenience Quantitative - ZBI. Total score - Caregiver burden was reported among 96.2% of
al. (2021) and types of burden  sample of 78 Cross- ranging from 0- 88. participants.

experienced by caregivers of sectional - Caregiver Distress - The burden was mild (46.2%), moderate (38.5%), and
caregivers of terminally ill study. Scale (CDS). severe in 11.5% of participants.
terminally ill cancer patients. - The age of caregivers who expressed moderate-to-
patients and severe burden was significantly higher than those who
associated risk expressed little-to-moderate burden.
factors. - Moderate-to-severe burden was more common in

mothers/brothers (80%) than sons (53.8%) and
daughters (25.0%).

- Caregivers with shorter caregiving (<3 months) and
mother/brother relationships to patients had higher
distress scores.

- Relation to the patient was significantly associated
with emotional burden score, social impact score, and
personal cost score.

21. Ismail and Evaluate Saudi A convenience Quantitative - PCQN. Total score - Mean 7.0, indicating low knowledge.
Alshehri undergraduate sample of 204 Cross- ranging from 0- 20. - A total of 57.9% attended PC educational sessions
(2017) nursing students' students attending a  sectional within 4 years and 53.5% attended a lecture on PC in
knowledge of to PC.  university in survey. their program.
Riyadh. - Clinical area placements varied among students.
22. Khraisatetal. Assess Saudi A convenience Quantitative - PCQN. Total score - The majority of students were seniors, expected to
(2017) nursing students’ sample of 154 Cross- ranging from 0- 20. graduate within the current academic year (68.2%).

students (1% year - Mean = 7.30, indicating low knowledge.
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knowledge of and 4" year) sectional -Most students had not received education on PC (77%).
palliative care. attending a survey.

university in

Riyadh.

23. Mutwalli Assess effectiveness  Convenience Quantitative - QOL (SF-36 version - The home-based CR program improved health related
etal. of a home-based sample of 49 men RCT. 1) QOL and risk factor profiles in patients more than
(2012) cardiac randomized to - Psychological well- standard hospital care.

rehabilitation (CR) intervention group being: the Hospital - At baseline SF-36 is 34.32, HADS- Anxiety 6.93,
program on post- with home-based Anxiety and HADS- Depression 5.86, 6-min walk test (m) 177.18.
coronary arteries CR (n=28) or Depression Scale for the intervention group. For the control group SF-36
bypass graft surgery  control group with (HADS). Total scores is 31.81, HADS- Anxiety 9.14, HADS- Depression
patients’ health standard hospital ranging between 0 and 8.24, 6-min walk test (m) 119.05.

related QOL, care (n=21) at King >11. -At follow up test SF-36 is 90.14, HADS- Anxiety 2.73,
psychological well-  Fahd Armed Forces - Physical function: 6- HADS- Depression 2.91, 6-min walk test (m) 522.91
being, physical Hospital in Jeddah. min walk test. for the intervention group. Control group means were
activity, risk factors, SF-36 31.81, HADS- Anxiety 9.14, HADS- Depression
and re- 8.24, and 6-min walk test (m) 325.95 respectively.
hospitalization.

24. Sadler et al. - Determine A convenience Quantitative Review of medical - Cancer was the main diagnosis (45.7%). Deaths were
(2020) incidence, nature sample of 103 retrospective records for all related to advanced cancer (45.6%), followed by

and illness trajectory  deceased patients chart review. patients who died in organ failure (29.1%), sudden death (13.6%), and

of patients who died  from a tertiary the ED over 1-year. chronic frailty (11.7%,).

in the ER. hospital in Riyadh. - Only 35.9% had Do-Not-Attempt-Resuscitation status
- Examine the extent prior to admission.

to which EOL - Atotal of 51.5% patients received aggressive
discussions took treatments prior to death.

place and analyse - PC was consulted for 19.4% of patients; 50% of
aggressiveness of referrals occurred 1 day prior to death.

care.
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Abstract

Background

Palliative Care (PC) is an interdisciplinary specialty focused on relieving symptoms
and optimizing quality of life for people and families living with serious illnesses from
diagnosis to end-of-life. There is a great need for PC in Saudi Arabia due to the increasing
number of older adults and prevalence of chronic diseases and cancer. PC can be made more
accessible to patients at home through home health care services (HHC). Since nurses play a
vital role in enabling patients to be cared for in their homes, nurses must be equipped with the
PC knowledge and skills required to perform their roles. The aim of this study was to report
findings about HHC nurses’ practices and knowledge of PC and associated demographic
factors.
Methods

This study was a descriptive, quantitative, cross-sectional examination of PC practices
and knowledge of HHC nurses recruited from military hospitals in Saudi Arabia. We
surveyed participants using the Palliative Care Quiz for Nursing (PCQN) and the Modified
Global Home Health Nursing Care Assessment Questionnaire. A socio-ecological model
guided the study design and implementation. Latent class analysis (LCA) and regression
modeling were used to analyze data.
Results

Using LCA, nurses were grouped into two distinct classes, a high-frequency group
(latent Class 2) and moderate-frequency group (latent Class 1), depending on how frequently
they engaged in PC practices. Of the PC practices assessed, providing spiritual support for the
family was the least practiced by the high-frequency group (latent Class 2) nurses while
providing treatment immediately after death was least practiced by those in the moderate-

frequency group (latent Class 1). Both classes identified “health screening” as the most
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frequently provided PC practice. The mean PCQN score was 8.40, indicating low levels of
PC knowledge among HHC nurses in this sample. Significant associations were revealed
between nurses’ demographics and physical, spiritual, and religious, cultural, and linguistic,

and ethical and legal aspects of care.

Conclusion

Given the low levels of PC knowledge and skills identified in our sample, we
recommend focusing on education, training, and research. Universities should review their
nursing curriculum and clinical training to encourage PC knowledge. Hospitals should be
responsible for providing training programs focused on all aspects of PC nursing practice,
specifically emotional and spiritual, without limiting training to physical aspects of care.

Future research is also needed to inform policy in this area.

Keywords: Palliative care, home health care, nursing, Saudi Arabia, knowledge, practices.
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Introduction

Increased incidence of chronic disease and cancer along with a greater number of
older adults worldwide has resulted in a sizeable need for palliative care (PC) services (World
Health Organization, 2018). PC is an interdisciplinary specialty focused on relieving
symptoms and optimizing quality of life (QOL) for people and families living with serious
ilinesses from diagnosis to end-of-life (Ferrell et al., 2018). PC is appropriate for “all people
with serious illness, regardless of setting, diagnosis, prognosis, or age” (Ferrell et al., 2018, p.
1685).

Today, there is a great need for PC in Saudi Arabia. The population life expectancy
has increased to 76.2 years, and aging is associated with chronic disease and cancer (Central
Intelligence Agency, 2020). In 2019, older adults made up 3.4% of the population, and this
number is expected to grow to 6% by 2030 (United Nations, 2019). In a population of about
36 million residents, there were 5 million people living with chronic disease in 2019; this
number is expected to double by 2030 (Ministry of Health, 2019). Additionally, the incidence
of cancer is expected to increase 5 to 10 times the current rate by 2030 (Ministry of Health,
2019). Thus, the Saudi health care system faces significant challenges in meeting the nation’s
changing health needs.

PC can be more accessible when delivered via home health care services (HHC).
Reliable access to PC in community-based settings is essential to delivering expert care and
pain and symptom management, as well as psychological, practical, and social support, thus
helping patients and families remain safely in their care setting of choice (Ferrell et al., 2018).
Nurses play a central role in enabling patients to be cared for at home. They are the single
largest group of health care providers equipped with a variety of specialized skills for
addressing different health care needs in the community and in remote geographic areas

(Brant et al., 2019). Therefore, nurses are the cornerstone of PC (Abudari et al., 2014).
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The practice of HHC nursing requires a high degree of autonomy along with strong
clinical judgment and problem-solving skills (Al-Mazrooa, 2011). Only one publication has
provided information about HHC nurses’ practice in Saudi Arabia, and no researchers have
published findings related to HHC nursing and home-based PC. Al-Mazrooa (2011) reported
that HHC nurses serve as a liaison between patients and other health care workers while
providing complex care to patients and families. Nurses assess patients, provide patient and
family/caregiver teaching, and evaluate the safety of home environments. Examples of care
provided by HHC nurses includes collecting laboratory specimens, changing wound
dressings, and administering medications.

Nurses caring for critically ill patients need sufficient training and experience to
provide high-quality PC. Although physicians make PC referrals, nurses identify and
recommend patients for referrals and discuss PC options with families. Highly trained and
well supported nurses perform comprehensive assessments and develop and implement PC
plans in coordination with patients, families, and other health care providers while respecting
patient and family values, culture, preferences, and goals (Ferrell et al., 2018).

Huang and colleagues (2019) measured the knowledge, attitudes, and practices of 210
health care workers providing PC in Taiwan. The researchers found positive correlations
between all participants’ knowledge and practices toward PC, indicating higher PC
knowledge engendered more frequent PC practices. Nurses need PC specialty knowledge to
provide PC services in their practice (Huang et al., 2019). Similarly, Gupta et al. (2023)
assessed the impact of end-of-life nursing education on the knowledge and attitudes of 108
nurses in India towards PC and end-of-life care. The researchers used a pre- and post-training
questionnaire to evaluate PC knowledge and attitudes toward end-of-life care and found end-
of-life care nursing education resulted in improving practicing nurses’ PC knowledge and

attitudes and therefore care of patients during the end-of-life (Gupta et al., 2023). Although
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these two studies were not specific to HHC nurses, their findings illustrated a significant
association between nurses’ PC knowledge and practice. Given the complexity of care HHC
nurses provide and the need to expand home-based PC, more information is needed about the
nature of this practice and the factors that influence it in Saudi Arabia.
Factors Influencing Home-based PC Nursing Practice
Linguistic and Cultural Factors

Although the Saudi population speaks Arabic and the dominant religion in the country
is Islam, the majority of nurses working in Saudi Arabia are from non-Arabic speaking
countries and are not Muslim. Approximately 57.1% of the 196,701 nurses working in the
country in 2020 are international nurses from Asian, European and other Arab countries,
whereas 42.9% are Saudi nationals (Ministry of Health, 2020b) and only 19.8% of the 15,477
nurses working in the Armed Forces Medical Services are Saudi (Ministry of Health, 2020Db).
Studies indicate the need to address international nurses’ linguistic and cultural competence
in Saudi Arabia (Abudari et al., 2016; Khraisat et al., 2019).
PC Specialty Knowledge

A recent integrative review about home-based PC in Saudi Arabia, Almulla and
Hassouneh (2022) synthesized empirical literature on nurses’ PC knowledge. The review
included findings from two studies conducted with staff nurses and three with nursing
students. All researchers used the Palliative Care Quiz for Nursing (PCQN) to measure
knowledge, and reported mean scores ranging between 7.06 and 9.06, indicating low levels of
knowledge among participants (Almulla & Hassouneh, 2022). Another integrative review of
knowledge and attitudes of nurses toward PC conducted by Achora & Labrague (2019)
included 17 studies of nurses’ PC knowledge from 17 countries, including Saudi Arabia. The

authors reported that 77% of studies used the PCQN scale to measure nurses’ PC knowledge.
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Of the 17 studies, 12 reported low levels of knowledge among participants with mean scores
ranging between 7.59 and 11.8 (Achora & Labrague, 2019).
Factors Associated with Higher Levels of Knowledge

Researchers have identified three demographic factors associated with higher levels of
PC knowledge in nurses: higher and continuing education, origin of nursing degree, and work
experience.
Higher and Continuing Education

In their review of nurses’ PC knowledge and attitudes, Achora and Labrague (2019)
found higher levels of educational attainment and access to PC continuing education were
associated with greater PC knowledge. These international findings are similar to those
reported by Aboshaiqah (2019) and Abudari et al. (2014) whose research focused on nurses’
PC knowledge in Saudi Arabia. Aboshaigah (2019) noted nurses who received PC education
within the past six months had higher mean PCQN scores than those who did not receive
such training. Similarly, although the majority of nurses in Saudi studies did not receive PC
training, those who did receive such training had higher mean scores than those who did not
(Abudari et al., 2014). With regard to level of higher education, postgraduate oncology
nursing students had higher PCQN mean scores than oncology registered nurses without
higher qualifications (Alrasheedi et al., 2021). Thus, the availability of specialized PC
education is an important factor influencing nurses PC knowledge.
Origin of Nursing Degree

Another factor influencing PC knowledge is the country in which nurses attend
nursing school. Abudari et al. (2014) found that among nurses from 19 countries practicing in
Saudi Arabia, those educated in the U.S. and Ireland had higher mean PCQN scores than
those with nursing degrees from other countries. Notably, the authors found nurses educated

in Saudi Arabia had the lowest mean scores of any group. Because the Saudi health care



HOME-BASED PALLIATIVE CARE 46

system depends mainly on international nurses, the nursing workforce is culturally diverse
with varied educational preparation. The authors speculated these differences were due to the
level of PC integration in nursing education in the U.S. and Ireland relative to that currently
available in Saudi Arabia and other countries (Abudari et al., 2014). The diversity of
educational preparation found in nurses working in Saudi Arabia may have implications for
the practice of home-based PC in Saudi Arabia.

Work Experience

In addition to education, researchers investigating nurses’ PC knowledge have found
PC work experience is associated with higher PC knowledge scores (Abudari et al., 2014;
Achora & Labrague, 2019). Working in PC settings or experience caring for end-of-life
patients positively affects knowledge level (Achora & Labrague, 2019). Among nurses
working in Saudi Arabia, nurses with PC work experience had higher PCQN scores than
nurses without (Abudari et al., 2014). Furthermore, two studies from Saudi Arabia identified
number of years in the nursing profession as a factor influencing nurses’ PC knowledge.
Aboshaigah (2019) noted nurses in their 40s had higher PCQN scores than nurses under 30
years of age, suggesting knowledge of PC may increase with experience. Also, researchers
reported a positive correlation between PC knowledge and nurses’ attitudes toward caring for
dying patients, age and years of nursing experience (Alrasheedi et al., 2021).

Although previous literature has provided important information about nurses’ PC
knowledge generally, it is unknown if these findings are applicable to nurses who provide
home-based PC. Because HHC nurses’ roles and responsibilities differ from those found in
inpatient settings, HHC nurses may develop relationships with patients and families over
time, possibly allowing for more in-depth experiential learning.

No research has been conducted in Saudi Arabia investigating HHC nurses’ PC

practices and knowledge and associated demographic factors. Therefore, this study had three
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specific aims:1) Describe HHC nurses’ PC practices and knowledge; 2) Identify demographic
factors associated with HHC nurses’ PC practices; and 3) Examine the association between
PC knowledge and HHC nurses’ PC practices and demographic factors. Information from
this study will contribute to the understanding of home-based PC and provide a foundation
for developing policies and practices that support PC in Saudi Arabia.
Conceptual Framework

This study was guided by a socio-ecological model (McLeroy et al., 1988). The model
assumes appropriate changes in the social environment will produce changes in individuals
and vice versa. Our study focused on the institutional and intrapersonal levels (see Figure 1).
The institutional level includes formal and informal rules and regulations; we operationalized
hospital resources such as staffing, training, access to medications and supplies as
institutional factors in this study. We theorized that intrapersonal factors affect nurses’ ability
to meet practice expectations at the institutional level and operationalized nurses’ knowledge,
educational level, country where nursing degree was obtained, PC experience, and attending
PC continuous education as intrapersonal factors. We also theorized institutional policies that
support nurses’ PC practice are associated with more frequent PC practice and higher

knowledge.

Figure 1

The Socio-ecological Model (McLeroy, Bibeau, Steckler, & Glanz, 1988)
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Public Policy Level

« PCutilization < End-of-life and hospice services

Community Level

+ Community awareness * Cultural beliefs
« Community acceptance + Caregivers’ preparedness

Institutional Level

* Resources: training, funding, *+ Nurses’ Pmctice
staffing, access to medications expet.:tzftlons.
and medical supplies + Administrative support

Interpersonal Level

» Interdisciplinary team support ~+ Communication
+ Interdisciplinary collaboration ~ « Mentorship

Intrapersonal Level

« Knowledge + Level of education
* Years of experience + Nationality

Methods

Study Design
We used a descriptive, correlational, quantitative, cross-sectional study design.
Sample and Setting

We recruited HHC nurses from all military hospitals in the Armed Forces Medical
Services providing HHC services in 13 cities and towns in Saudi Arabia. We recruited from
military hospitals because we had access to this sample. We obtained IRB approval from
Oregon Health & Science University (OHSU) and the Ministry of Defense in Saudi Arabia
prior to initiating recruitment activities. Eligible participants were nurses who 1) were
currently working in HHC; 2) had practiced nursing for more than a year; 3) could read,
write, and understand English regardless of nationality; and 4) were willing to participate.
Nursing students and nurses not currently working in HHC were excluded from the study.

We invited approximately 160 HHC nurses using a convenience sampling technique
to participate in this study. We selected this sample size to allow for robust analyses and

because there are currently slightly more than 160 HHC nurses working for military hospitals
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in Saudi Arabia. The response rate was 70% with 117 nurses responding, but only 55

participants completed the survey (see Figure 2).

Figure 2

Sample Size

+Total population of HHC nurses
N=160

= Total respondants to the survey
n= 117

Fen = Five respondents did not meet the eligibility criteria
n=

¢ Nine respondents did not consent
n=103

77 + Twenty-six respondents did not answer any of the questions
=

= = Twenty-two respondents answered only a portion of the demographic section
=

Data Collection
We used a self-administered anonymous online survey to collect data. Participants

accessed the survey through a Qualtrics link in their email or on study flyers, and the survey
took about 30-40 minutes to complete. Recruitment strategies were word-of-mouth, email
solicitations, and flyers that provided a brief description of the study. The survey began with
screening questions followed by an informed consent information sheet. Individuals who did
not meet eligibility criteria exited the survey. To incentivize the respondents, they were
informed three nurses who completed the survey without any missing data would be
randomly selected to receive Apple Watches.
Outcome Measures

1) Demographic data/variables included the country where nursing degree was

obtained, number of years of PC experience, whether PC education was received
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2)

3)

within the past six months, number of years in the nursing profession, and nurse’s
language of communication when providing patient care. We selected these variables
based on findings from previous studies about nurses working in Saudi Arabia
(Aboshaigah, 2019; Abudari et al., 2014; Almulla & Hassouneh, 2022).

The Modified Global Home Health Nursing Care Assessment Questionnaire is a
modified version of the Global Survey of the Roles, Satisfaction, and Barriers of
Home Health Care Nurses on the Provision of Palliative Care that was developed
based on cognitive interviews with a convenience sample of five experts in the field
(Brant et al., 2019). To meet our study needs and make the measure suitable for use
with our population of our interest, we modified the original survey based on current
literature and the clinical practice guidelines for quality PC (Ferrell et al., 2018). We
then tested the modified survey on a HHC nurse from Saudi Arabia who helped
determine item relevance and clarity and offered editing suggestions. The modified
version of the survey consists of 100 items divided into nine sections and includes
quantitative and open-ended questions (see Appendix F). We collected data on HHC
nurses’ practices using Likert responses from 0-3 rated from “Never” to “Always” (36
items).

The Palliative Care Quiz for Nursing (PCQN) was developed for the assessment of
nurses’ PC knowledge (Ross et al., 1996). The PCQN presents 20 questions with
response options of “‘true,”” “‘false,”” and ‘‘don’t know.”” The tool has three domains,
namely, ‘‘philosophy and principles of palliative care’’ (4 items), ‘‘pain and symptom
management’’ (13 items), and ‘‘psychosocial and spiritual care’’ (3 items). Scores
were obtained by summing the number of correct answers (range 0- 20), and higher
scores reflected greater knowledge. The measure has a Cronbach’s alpha of 0.78 and a

test-retest correlation coefficient (r) of 0.56. The English version of the measure was
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utilized in this study because English is the language of communication among health

care professionals in Saudi Arabia.
Analytic Approach

Latent Class Analysis (LCA) (Aim 1). We used LCA to explore whether there are
latent subgroups of HHC nurses who have similar practices. We conducted LCASs on the 36
individual “practice” items and examined the best fit latent class model. The best fit latent
class model was assessed by examining each model’s sample-size-adjusted Bayesian
Information Criterion (SABIC) and Bayesian Information Criterion (BIC), where smaller
numbers indicate a better fitting model, convergence (entropy), and the parametric
bootstrapped likelihood ratio test (LRT). Each participant was given a probability of
belonging to each latent class (cluster) and then assigned as a member of the class with the
highest membership probability. The classes represented a mixture of subpopulations where
membership was not known but inferred from the data.

Logistic and Linear Regression (Aims 2 and 3). We conducted standard descriptive
statistics of the sample and preliminary data analyses to ensure no major assumptions were
violated. We ensured adequate sample size (minimum ~10 cases to each V), independence
(primarily a between-subjects strategy), expected frequencies for goodness-of-fit tests (no
more than 20% of cells less than 5), and linearity in the logit. We also checked the data to
ensure no major assumptions of multicollinearity were violated.

Logistic regression models were used to examine the association between practice
latent class/cluster and participant demographics. Demographic variables of interest were the
country where the nursing degree was obtained, years of PC experience, whether PC
education was received within the six months before the study, years in the nursing
profession, and language used when providing care. Although, we intended to use other

variables such as level of education and gender, most participants were women with
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baccalaureate degrees, and the other groups were too small for analysis. Logistic regression
results were interpreted using odds ratios and 95% confidence intervals. Overall, 95%
confidence intervals that did not include 1.0 were traditionally significant (p< 0.05). After
logistic regression, we quantified the variance inflation factor (VIF) values in a post-
estimation analysis of collinearity with a cut-off point set to 10. All model residuals were
examined as well to ensure no assumptions were violated.

We used linear regression to address two different aims. As a supplemental analysis
for Aim 2, we calculated the average item scores for each of the domains (structure and
process of care, physiological aspects of care, psychological aspects of care, social aspects of
care, cultural and linguistic aspects of care, spiritual and religious aspects of care, care of the
patient nearing the end-of-life, and ethical and legal aspects of care). Next, we used these
average scores as outcomes in linear regression models to examine the associations with the
demographic variables described above. We added these analyses because we discovered
only two latent classes that did not clearly differentiate participants (see Results section
below). We conducted eight regression models (eight domains) where each average score
was used as an outcome variable. The following linear regression assumptions were assessed
by examining residual plots after model estimation: there were no severe outliers, the
variables were measured on the full range of values, the form of the relationship(s) between
the DV and the predictors were correctly specified, and predictors and errors were random
(e.g., normally distributed) and constant (i.e., homoscedasticity holds).

To address Aim 3, we again used linear regression to examine the association between
knowledge scores (outcome), practice class/cluster (which we identified from the LCA) and
demographic data (country where nursing degree was obtained, years of PC experience,
whether PC education was received within six months of the study, years in the nursing

profession, and language used when providing patient care [predictors]). Logistic and linear
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regression modeling was conducted in Stata/MP version 16MP (StataCorp, College Station,
TX), and latent class modeling was conducted in Mplus (version 8.7) Statistical Software
(Los Angeles, CA).

Findings

Characteristics of Sample. A total of 55 HHC nurses met inclusion criteria and
completed the survey between December 2022 and February 2023. The sample was primarily
women (91%) with a median age of 38 years. Most participants obtained their nursing
degrees either from the Philippines or India (85%) and had a baccalaureate degree in nursing
(BSN) (86%) (see Table 1).

HHC Nurses’ PC Practices (Aim 1). For nurses’ PC practices, we selected a two-
class model (SABIC =4115.450, BIC= 4467.391, entropy= 0.998, bootstrapped LRT for one
vs. two classes, p < .001). Even though the three-class model was a better fit per SABIC and
BIC (SABIC = 3931.785, BIC= 4403.136), its use resulted in a relatively small third latent
class. Given the sample size of only 55, we decided to use the more parsimonious two-class
model.

Table 2 shows the mean (variance) estimate for each practice within each of the two
latent classes. Nurses were grouped into Class 1 or Class 2 depending on how frequently they
provided PC practices in their nursing practice. The moderate-frequency group (latent Class
1) reported PC practices as “sometimes” and frequently” and did not report any practice as
“always” or “never.” In the high-frequency group (latent Class 2), participants reported
“frequently” and “always” and only a few “sometimes”. The majority of HHC nurses (67%)
belong to the high-frequency group (latent Class 2). The least provided PC practice for
moderate-frequency group (latent Class 1) was reported to be “spiritual support for the
family” in the religious and spiritual aspects of care domain whereas the most frequent

practice was “health screening” in the physical aspects of care domain. The high-frequency
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group (latent Class 2) identified “health screening” in the physical aspects of care domain as
the highest performed PC practice and “treatment immediately after death” in the care of the
patient nearing the end-of-life domain as the lowest.

Demographic Factors Associated with HHC Nurses’ PC Practices (Aim 2). One
variable, the country where nursing degree was obtained, contained categories with small
numbers of participants (less than 10). Thus, we collapsed those small categories into one
(labelling it as “other”) containing Saudi nurses and nurses from other Arab countries. The
“other” category was used as the reference value (n= 8), and we compared it to nurses who
received their degrees from the Philippines (n= 33) and India (n=14). Due to the small
number of participants in the “other” category, we were concerned about estimation
problems. Therefore, we used robust standard errors when estimating parameters. All VIF
values were less than 10 and no extreme multicollinearity was observed between the
variables (correlation of coefficients < 0.8).

Additionally, we used the variable “country where nursing degree was obtained” as a
proxy for nurses’ ethnicity when explaining findings. Although some nurses obtain their
education from Western countries, this was not the case in our sample. All participants in our
study responded to the variable “country where nursing degree was obtained” by stating their
own countries of origin and baccalaureate degree was the highest degree obtained.

Our goal was to test whether demographic factors predicted latent class membership
of nurses participating in the study. A full model was fit using country where the nursing
degree was obtained, years of PC experience, whether PC education was received within six
months of the study, years in the nursing profession, and language. Overall, the model was
able to predict the class membership of participants better than an intercept only model, LRy?
(6) =14.122, p=0.03, Mcfadden’s R2= 0.210. However, none of the predictors were

traditionally significant in the full model (see Table 3). About 78% of the model was
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correctly classified with a positive predictive value of 79%. Overall, the model had a good fit
with AUC of 0.82.

In summary, although none of these effects were traditionally significant, the
direction of the findings suggests that the high-frequency group (latent Class 2) includes
nurses from the Philippines with PC experience, have received PC education within the past
six months, and provide care in the Arabic language.

Demographic Factors Associated with HHC Nurses’ PC Practices Using an
Alternative Approach (Aim 2 supplement). When testing the linear regression assumptions,
we found some outliers in the residual plots. Thus, we decided to use robust standard errors to
be conservative. All VIF values were less than 10, and no extreme multicollinearity was
observed between the variables (correlation of coefficients < 0.8). Linear regression models
were fit using the following domains as the predictors: the country where nursing degree was
obtained, years of PC experience, whether PC education was received within six months of
the study, years in the nursing profession, and language used when providing patient care.
The average score for each practice domain was used as the outcome. Table 4 shows all the
regression modeling results testing the associations between demographic factors and nurses’
PC practices using the average scores for each domain. We summarize significant findings
below.

Physical aspects of care. The model explained 23% of variance in performing PC
practices is related to physical aspects of care. Two significant results were found. First,
controlling for other variables and compared to nurses from Saudi Arabia and other Arab
countries, nurses from the Philippines had a 0.39 lower average score (95% ClI: -0.67, -0.10).
In other words, Filipino nurses provided physical aspects of care less often when compared to
Saudi and other Arab nurses. Second, nurses who delivered care in the Arabic language had a

0.35 lower average score (95% CI: -0.78, 0.17) indicating nurses who can speak Arabic,
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regardless of ethnicity, provided physical aspects of care less often than those who did not
speak Arabic.

Spiritual and religious aspects of care. The model explained 26% of the variance in
performing PC practices related to spiritual and religious aspects of care among HHC nurses.
We found two significant results. Holding all other factors constant, compared to nurses from
Saudi Arabia and other Arab countries, nurses from the Philippines had a 0.93 lower average
score (95% ClI: -1.71, -0.16). Meaning that Filipino nurses provided spiritual and religious
aspects of care less often compared to Saudi and Arab nurses. HHC nurses who received PC
education within the past six months had a 0.71 lower average score (95% CI: -1.27, -0.16)
indicating nurses who received PC education provided spiritual and religious aspects of care

less often than those who did not.

Cultural and linguistic aspects of care. The model explained 16% of variance in
performing PC practices as related to cultural and linguistic aspects of care among HHC
nurses. One significant result was found. Controlling for other variables, for each additional
year of nursing experience, HHC nurses had a 0.03 increase in their average score (95% ClI:
0.001, 0.05). Nurses with greater work experience provided cultural and linguistic aspects of

care more frequently.

Ethical and legal aspects of care. The model explained 12% of variance in PC
practices related to ethical and legal aspects of care among HHC nurses. Controlling for other
variables, for each additional year of nursing experience, HHC nurses had a 0.03 increase in
their average score (95% CI: -0.001, 0.06). Nurses with greater work experience provided
ethical and legal aspects of care more frequently.

Association Between PC Knowledge and HHC Nurses’ PC Practices and

Demographic Factors (Aim 3).
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The lowest PCQN score obtained by a participant was 2 out of 20, and the highest
score was 13 out of 20. The mean PCQN score was 8.40, indicating low levels of PC
knowledge among HHC nurses. A linear regression model was fit using class membership,
country where nursing degree was obtained, years of PC experience, whether PC education
was received within six months of the study, years in the nursing profession, and language.
Table 5 shows the linear regression model results of HHC nurses’ PC practices and
demographic factors associated with knowledge; however, none of these findings was
traditionally significant.

Discussion

HHC nurses are responsible for providing comprehensive patient care at home and
evaluating the impact of care delivered to patients. Key responsibilities of HHC nurses are to
manage symptoms, provide health education and emotional support to patients and families
(Brant et al., 2019). Nevertheless, the literature suggests most nurses identify lack of time as
one of the major barriers to the provision of comprehensive patient care (Brant et al., 2019).

Although some nurses obtain their education from Western countries, this was not the
case in our sample. When we asked participants to identify the country where nursing degree
was obtained, all participants named their native countries such as Philippines, India, Saudi
Arabia, Egypt; a baccalaureate degree was the highest degree obtained. Thus, we used the
variable “country where nursing degree was obtained” as a proxy for nurses’ ethnicity.

We found nurses from the Philippines provided physical aspects of care less often
than Saudi and Arab nurses. We also found that nurses who delivered care in Arabic provided
physical aspects of care less often than those who did not speak Arabic. Although these two
findings may seem contradictory it is important to remember that this is only a partial effect
of a specific variable after controlling for all other variables. There are multiple possible

explanations for the finding that Filipino nurses provided physical aspects of care less often
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than Saudi and Arab nurses such as differences in nursing educational content, cultural
differences, and/or psychological factors such as fulfillment and job satisfaction.

Our second finding that nurses who communicate with patients in Arabic provided
physical aspects of care less often than those who cannot communicate in Arabic suggests
that language ability influences the extent to which nurses are able to focus on non-physical
aspects of care which may require more nuanced and complex conversation than physical
care alone. This is consistent with findings from a qualitative study exploring patients’
communication experiences with nurses in cancer care settings in Saudi Arabia which
showed Saudi nurses have better communication skills than foreign nurses and that the
exchange of information, between nurses and patients is influenced by the nurse’s workload,
language, culture, gender and nationality (Alshammari et al., 2022).

Further, Alshammari’s et al. (2019) integrative review of barriers to nurse-patient
communication in Saudi Arabia found nurses tend to avoid conversations with patients and
families when there is a language barrier. In other words, language can interfere with the
ability of the nurse to perform health education and provide emotional support resulting in
most of HHC visit time being spent on physical care.

Communication barriers have negative effects on the perceived quality of care, patient
safety and patient satisfaction (Alshammari et al., 2019). Although nurses who are not
providing care in Arabic performed physical aspects of care more frequently, they were
missing important home-based PC practices such as providing health education and
emotional support to the patient and family. This supports our interpretation that there is a
relationship between the frequency of physical PC practices and the nurse’s language fluency
level and highlights the need for consistent medical interpreters or other means of resolving

language barriers to promote the delivery of quality of patient care.
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Two significant findings of our study were related to the spiritual and religious
aspects of care. HHC nurses from the Philippines provided spiritual and religious aspects of
care less frequently compared to nurses from Saudi Arabia and other Arabic speaking
countries. These findings are consistent with those of a qualitative study of 10 nurses from
non-Muslim and non-Arab countries focused on caring for terminally ill Muslim patients in
Saudi Arabia (Abudari et al., 2016). The researchers found the nurses did not provide
spiritual care to the patients because they lacked understanding of Muslims’ religious
practices and continuing education in this area was unavailable to them.

Moreover, we found that HHC nurses who received continuous education within the
past six months provided less spiritual and religious care than those who did not receive
training. In a quantitative study of 770 participants of nurses (60%) and doctors in 14 Middle
Eastern countries, including Saudi Arabia, that found that 77% of participants did not receive
any kind of spiritual training (Bar-Sela et al., 2019). Similarly, the researchers described lack
of time, private space, and inadequate training as the main barriers to the provision of
spiritual care (Bar-Sela et al., 2019). Even though nurses received continuous education in the
past six months, it may have been inadequate leading to less often spiritual and religious
aspects of care performed.

Another important finding in our study was that nurses with greater experience
performed more cultural and linguistic aspects of care. This finding is applicable to our
sample, who are mainly non-Arabic speakers, in that with increased time and experience the
nurses learn more about the Saudi culture and Arabic language. In a study of Almutairi and
colleagues (2015), foreign nurses’ knowledge of Saudi culture was acquired through multiple
means: pre-departure preparation, hospital orientation, and other information sources such as
Saudi nurse interns, patients, and their families. The researchers found when language

difficulties existed, the ability of nurses to interact with people from other cultures



HOME-BASED PALLIATIVE CARE 60

significantly decreased. Furthermore, non-Arabic speaking nurses must resort to
communicating with their patients using hand- other common body gestures when a language
barrier exists and no medical interpreter is available (Almutairi et al., 2015). Our research
indicated that non-Arab nurses can provide cultural and linguistic aspects of care with time
and experience. This is an important finding in a country such as Saudi Arabia, that employs
predominantly international nurses.

Additionally, we found nurses with greater experience provided ethical and legal
aspects of care more frequently. This is similar to the results of a recent qualitative study that
was conducted in the U.S. with 66 oncology nurses who found that they lacked confidence in
providing the psychosocial, spiritual, and legal and ethical aspects of PC. They also found
that years of experience as an oncology nurse and PC training were significantly associated
with perceived greater confidence in providing PC (Parajuli et al., 2021). Although no studies
have examined ethical and legal aspects of nursing care in Saudi Arabia, a quantitative study
of medical interns and residents in Saudi Arabia found a lack of familiarity with policies
related to legal aspects of PC such as policies outlined in DNR documents as well as a lack of
understanding when it comes to treating DNR-labeled patients (Amoudi et al., 2016).
Similarly, physicians and nurses in Bahrain have reported feeling conflicted about the extent
of treatment that should be given during end-of-life, a problem worsened by limited hospital
guidelines (Weng et al., 2021). Not taking into account patients’ wishes and quality of life
during end-of-life, creates further challenges and ethical dilemmas for health care providers
(Weng et al., 2021).

Limitations

We identified two potential limitations related to the study sample; limitation of

precision due to small sample size that limits the generalizability of the results to the broader

population of HHC nurses in Saudi Arabia, and potential selection bias due to the use of
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convenience sample of nurses, aggravated by the number of nurses who did not complete the
survey after signing on. For example, HHC nurses who had more job security and/or had
more time may have been more likely to agree to participate in the study. Moreover, lack of
participant variability prevented the use of important demographic variables in the study such
as educational level and nursing specialty.

Additionally, the PCQN tool included questions about pain and pain management
(medications). However, we discovered (in Chapter 4) that administering strong pain
medications was a major barrier to the provision of home-based PC in our sample. In other
words, dealing with pain medications was not common in our population, which may have
contributed to lower levels of PC knowledge.

The fourth limitation that may have affected the variability of our sample is that the
survey was in the English language. Although the official language of communication in the
Saudi health care systems is English, nurses with limited English language skills may have
been hesitant to participate in the study.

Conclusion and Implications

Knowing the importance of home-based PC in the national context and the Saudi
2030 Vision opportunities to support advancements in the health care sector, efforts should be
focused on improvement at all levels, starting with nurses who are key personnel in
delivering these important services.

We suggest improving HHC nursing care by investing in education, training, and
research. Universities should review their nursing curriculum and clinical training to
encourage PC knowledge. Hospitals should provide training programs and continuous
education that focus on all aspects of PC, especially the neglected areas of emotional and
spiritual care. For nurses originating from different cultural backgrounds, it is vital to provide

a thorough education about Saudi culture and religious background, and it is necessary to
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address the barrier of language by providing consistent and well-trained medical interpreters
to save nurses time and promote the delivery of safe and successful patient care. Having
standardized, updated, clear policies among all military health systems will enhance nurses’
and patients’ satisfaction, eliminate errors, and provide quality patient care.

Future research is needed to further investigate HHC nurses’ PC practices,
specifically in relation to cultural, linguistic, spiritual, and ethical aspects of care. It also
would be beneficial to study the satisfaction of patients in need of PC with the services
delivered and their opinion on how to improve the delivery of these services. Finally, it is
necessary to conduct studies examining current PC and HHC policies used to guide health
care providers in their PC practice.

The findings of this study have important implications for HHC nurses, administrative
managers in military hospitals, and researchers. This study provides an important starting
point for describing home-based PC nursing practice in Saudi Arabia. Since this study was
the first to examine HHC nurses in all military hospitals and HHC nurses’ PC practices and
knowledge in Saudi Arabia, it highlights major practice issues and areas in need of
improvement to enhance the delivery of PC such as low levels of PC knowledge, the
significance of language ability for types of care provided, and the quality of PC continuous
education provided by the hospitals.

Furthermore, the findings presented here will help administrators in their review of
policies, identification of current gaps in practice, and training of HHC nurses to deliver
quality PC. Future research should aim to inform service improvements including tailoring
care to ensure it meets the breadth and depth of Saudi patient and family needs. Identifying
and implementing education and training to ensure the optimal development of foreign HHC
nurses’ Arabic language abilities, Saudi culture, and PC competencies in all areas of care

should be an important focus of future work. Assessing Saudi nursing program curricula to
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determine the extent to which non-physical aspects of PC are covered and addressing any

gaps should also be a priority.

Table 1

HHC Nurses” Demographic Data

Characteristic N M Percentage/ SD
Sex
Women 49 90.74 %
Men 5 9.26 %
Age 37.66 SD=7.4
Level of education
Diploma 3 5.56 %
Bachelor’s Degree 46 85.19 %
Postgraduate 5 9.26 %
Country where nursing
degree was obtained
Saudi Arabia 6 10.91 %
Philippines 33 60 %
India 14 25.45 %
Other 2 3.64 %
Providing care in Arabic
Yes 41 74.55 %
No 14 25.45 %
Received PC education
in the past 6 months
Yes 24 44.44 %
No 30 55.56 %

Note. n= number, M= mean, SD= Standard Deviation

Table 2

Mean Scores for Each Practice Within the Two Latent Classes

Practices Questions Class1 Class 2
(n=18) (n=37)

Structure and Interdisciplinary comprehensive patient and 2.647 3.351

process of care  family assessment

Interdisciplinary palliative care plan 2471 2.973

Continuity of care 2.824 3.703

Patient safety and quality improvement 3.059 3.784

Preventative health education 3.118 3.784

Physical aspects of  Activities of daily living (e.g., basic hygiene, 2.611 3.649

care feeding, mobilization)
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Health screening (e.g., blood pressure, blood 3.334 4.000
glucose monitoring)

Medication administration (e.g., oral, 2.167 2.750

subcutaneous, intravenous)
Symptoms assessment 3.001 3.892
Symptoms management 2.834 3.892
Patient education 3.112 3.973
Family education 3.056 3.944
Wound care 3.167 3.892
Physical therapy or physiotherapy 2.778 3.297
Psychological Mental health assessment 2471 3.649
aspects of care Mental health referrals 2471 3.250
Emotional support 2.647 3.541
Grief support for the patient 2.530 3.406
Grief support for the family 2.530 3.324
Discuss goals of care with patient 2.647 3.622
Discuss goals of care with family 2.813 3.703
Social aspects of ~ Assess patient and family social support 2.688 3.703
care Assess care environment 3.000 3.811
Spiritual and Spiritual assessment 2.375 3.081
religious aspects of  Spiritual support for the patient 2.126 3.054
care Spiritual support for the family 2.001 3.027
Cultural and Assess values, beliefs and traditions 2.556 3.433
linguistic aspects  Provide culturally sensitive care 2.589 3.730
of care Communicate in Arabic or use a translator 2.889 3.730
Care of the patient  Assess the signs and symptoms of patients 2.625 3.568

nearing the end-of- nearing death

life Review patient’s advanced directives 2.313 3.541
Bereavement support 2.188 3.270
Advanced care planning 2.563 3.541
Treatment during the dying process 2.251 2.864
Treatment immediately after death 2.063 2.378
Ethical and legal ~ Follow patient’s preferences and goals 2.874 3.731
aspects of care Legal and regulatory requirements 2.823 3.676

Table 3

Association Between Demographic Factors and HHC Nurses’ PC Practices (LCA)

Variable Outcome: Class Membership
Demographic OR 95% Conf. Interval
Country where nursing degree was
obtained
Philippines - 1 0.11 0.002 —5.26

India - 2 3.01 0.04 — 243.604
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Others - 3 (reference value)

Years of PC experience 0.91 0.78 - 1.06
PC continuous education in the past 6 0.37 0.07 - 2.01
months

Years of nursing experience 1.07 0.94-1.22
Language 0.18 0.02-1.31

Note. OR = Odds Ratio; *p<0.05, **p<0.01, ***p<0.001

Table 4

Association between demographic factors and HHC nurses PC practices (Average Scores)

Domain Variable Outcome: Average Score
Demographic Coef. 95% Conf.
Interval
Structure and Country where nursing degree was
process of care  obtained
Philippines - 1 -0.23 -0.66 -0.20
India - 2 -0.31 -0.78-0.17
Others - 3 (reference value)
Years of PC experience -0.01 -0.04-0.03
PC continuous education in the past 6 -0.13 -0.57-0.31
months
Years of nursing experience 0.01 -0.02-0.05
Language - 0.30 -0.78-0.17
Physical aspects Country where nursing degree was
of care obtained
Philippines - 1 - 0.39* -0.67--0.10
India - 2 0.08 -0.24-0.39
Others - 3 (reference value)
Years of PC experience -0.01 -0.03-0.01
PC continuous education in the past 6 -0.17 -0.46-0.11
months
Years of nursing experience 0.02 -0.01-0.04
Language - 0.35* -0.69--0.02
Psychological Country where nursing degree was
aspects of care  obtained
Philippines - 1 -0.36 -0.92-0.19
India - 2 0.18 -0.44-0.79
Others - 3 (reference value)
Years of PC experience -0.003 -0.04-0.03
PC continuous education in the past 6 -0.22 -0.62-0.17
months
Years of nursing experience 0.008 -0.02-0.04
Language -0.21 -0.58 -0.17
Social aspects ~ Country where nursing degree was
of care obtained
Philippines - 1 -0.09 -0.89-0.71
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India - 2 0.34 -0.53-1.22
Others - 3 (reference value)
Years of PC experience -0.01 -0.05-0.02
PC continuous education in the past 6 -0.15 -0.54-0.25
months
Years of nursing experience 0.02 -0.01-0.05
Language -0.19 - 0.60—0.22
Spiritual and Country where nursing degree was
religious obtained
aspects of care Philippines - 1 -0.93* -1.70--0.16
India - 2 -0.09 -0.20-0.82
Others - 3 (reference value)
Years of PC experience -0.04 -1.10-0.02
PC continuous education in the past 6 -0.71* -1.27—--0.16
months
Years of nursing experience 0.04 -0.01-0.09
Language - 0.55 -1.18 - 0.09
Cultural and Country where nursing degree was
linguistic obtained
aspects of care Philippines - 1 -0.06 -0.82-0.70
India - 2 0.39 -0.42-1.20
Others - 3 (reference value)
Years of PC experience -0.02 -0.05-0.02
PC continuous education in the past 6 -0.30 -0.69 -0.08
months
Years of nursing experience 0.03* 0.002 - 0.05
Language -0.33 -0.70-0.03
Care of the Country where nursing degree was
patient nearing  obtained
the end-of-life Philippines - 1 -0.07 -0.93-0.78
India - 2 0.04 -0.93-1.01
Others - 3 (reference value)
Years of PC experience -0.01 -0.06 - 0.04
PC continuous education in the past 6 -0.26 -0.71-0.20
months
Years of nursing experience 0.01 -0.02-0.04
Language - 0.07 -0.54-0.40
Ethical and Country where nursing degree was
legal aspects of  obtained
care Philippines - 1 0.18 -0.72-1.08
India - 2 0.44 -0.49-1.37
Others - 3 (reference value)
Years of PC experience -0.02 -0.07-0.03
PC continuous education in the past 6 -0.21 -0.74-0.32
months
Years of nursing experience 0.03 0.001 - 0.06
Language 0.01 -0.45-0.47
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Note. Coef. = Unstandardized coefficients; *p<0.05, **p<0.01, ***p<0.001

Table 5

HHC Nurses’ PC Practices and Demographic Factors Associated with Knowledge

Variable Outcome: PCON
Demographic Coef. 95% Conf. Interval
Class membership 0.50 -0.67 - 1.68
Country where nursing degree was
obtained
Philippines - 1 -0.12 -1.24-1.00
India - 2 -1.48 -3.19-0.24
Others - 3 (reference value)
Years of PC experience 0.03 -0.10-0.16
PC continuous education in the past 6 -0.33 -1.77-1.12
months
Years of nursing experience -0.05 -0.14-0.05
Language - 0.58 -2.00-0.84

Note. Coef. = Unstandardized coefficients; *p<0.05, **p<0.01, ***p<0.001
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Abstract

Purpose

To explore barriers and facilitators of home-based palliative nursing care in Saudi Arabia.
Design

A prospective, mixed method concurrent research design.

Methods

A total of 52 HHC nurses completed the survey, and 14 nurses and leaders were interviewed.
We used Latent Class Analysis, regression, and content analysis to analyze data and a joint
display table to integrate findings.

Findings

We identified two groups of nurses in our quantitative findings: a barrier group and facilitator
group. Language was the most commonly perceived barrier across groups. Qualitative
findings consist of four themes: 1) Nurses’ Practice and Challenges and Rewards; 2)
Empowering Caregivers, Families, and Communities to Take Responsibility; 3) Context,
Policies, and Resources; and 4) Dealing with Challenges and Risks. Areas of convergence
and divergence between the quantitative and qualitative findings are presented in a joint

display table.

Conclusion

HHC is not a popular area of practice for nurses in Saudi Arabia due to various work-related
factors. Leaders should find ways to attract nurses to work in this understaffed yet
indispensable specialty.

Clinical Evidence

Our findings suggest investment in continuous education, supportive work policies and

increased community awareness may promote home-based PC services.
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Introduction

Palliative care (PC) encompasses physical, psychological, social or spiritual aspects of
care for seriously ill patients across the disease spectrum ranging from initial diagnosis to
end-of-life while also supporting families, and/or caregivers (WHO, 2020). Everyone should
have access to PC regardless of their location, disease condition, or age (Ferrell et al., 2018).

The neeed for PC in Saudi Arabia is rising due to several demographic changes in the
population that have been associated with increased incidence of chronic disease and cancer.
The average life expectancy in Saudi Arabia has increased to 76.2 years, and the proportion
of older adults is projected to grow from 3.4% in 2019 to 6.0% by 2030 (United Nations,
2019). Within the population of approximately 36 million residents, there are 5 million cases
of chronic disease; this number is expected to rise to as much as 10 million by 2030 (Ministry
of Health, 2019). Moreover, the Saudi Ministry of Health (2019) predicted cancer burden in
Saudi Arabia will grow five- to 10-fold by 2030. These trends and projections present
challenges to the Saudi healthcare system’s ability to meet the nation’s health needs.

For patients in need of PC, the home is an extremely important setting because most
people with life-limiting illnesses prefer to receive care and eventually die at home (Gomes et
al., 2013). PC can be made more accessible if it is provided in the places where people live
through home health care (HHC). HHC is commonly defined as medically oriented care that
promotes restoring and maintaining health and increasing independence while minimizing the
level of disability and illness, including end-of-life ilnesses (Swanson & Nies, 1997).

PC and HHC have developed in isolation from one another and remain largely
underdeveloped in Saudi Arabia. Although PC was first provided in the early 1990s, it is still
evolving and remains mainly hospital-based (Alsirafy et al., 2009; Nixon, 2009). The average

length of hospital stay is 24.1 days for patients in need of PC, and most (85.7%) die in the
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hospital (Alsirafy et al., 2009). Consequently, prolonged hospitalization and unnecessarily
aggressive care is often provided during end-of-life (Alsirafy et al., 2009; Sadler et al., 2020).
Nurses are the largest group of health care professionals in Saudi Arabia, essential for
the delivery of all aspects of care (Alluhidan et al., 2020). HHC nurses possess a variety of
specialized skills to meet different health care needs in the community and serve as the
liaison between patients, families, and the rest of the health care system (Brant et al., 2019).
Despite the importance of HHC nursing and the urgent need for home-based PC in Saudi
Arabia, no published studies have focused on home-based PC provided by HHC nurses in the
kingdom. This gap in knowledge poses a significant barrier to developing policies and
procedures that promote the availability and quality of home-based PC in Saudi Arabia. The
purpose of this research was to begin to amend this knowledge gap by:
1) Examining barriers and facilitators of home-based PC provided by HHC nurses;
2) Identifying demographic factors associated with barriers and facilitators of home-
based PC; and
3) Describing HHC nurses’ and leaders’ experiences in providing home-based PC.
Background
Studies of Home-Based PC in the Middle East
A recent study examined barriers and facilitators to home-based PC in Middle Eastern
countries using the global needs assessment to examine HHC nurses’ practice, satisfaction,
and barriers to home-based PC (Brant et al., 2019). Overall, 532 HHC nurses from 29
countries, including 11 Middle Eastern countries, were enrolled. Although the sample from
Saudi Arabia (n=5) was too small to draw conclusions specific to this country, the
researchers noted nurses from level 3A countries (which included Saudi Arabia) were the
least satisfied with access to medications and supplies and most satisfied with religious

support. Moreover, personnel shortages, lack of funding and community-based PC policies,
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poor access to end-of-life or hospice services, and decreased community awareness of
services were barriers to providing home-based PC. Additionally, participants identified
educational barriers such as insufficient time, funding, and staff coverage (Brant et al., 2019).
Although this study is the only one to date that has examined home-based PC in Saudi
Arabia, the authors did not provide demographic information about the participants working
in Saudi Arabia and did not draw conclusions specific to PC in Saudi Arabia.

Two studies examining PC in Middle Eastern countries have included samples from
Saudi Arabia (Al-Awamer & Downar, 2014; Silbermann et al., 2015). Al-Awamer and
Downar (2014) qualitatively studied physicians’ and nurses’ perceptions of barriers and
facilitators to advancing PC in Muslim Middle Eastern countries. Resource barriers included
a shortage of trained PC professionals; limited psychosocial, spiritual, and financial support;
a lack of PC research; and limitations in establishing multidisciplinary teams. Policy-related
barriers included inconsistent health policies, a lack of legal clarity about end-of-life
therapies, and a lack of consensus on PC standards nationally. System barriers were a lack of
hospital-level administrative support for PC, restricted opioid access for PC patients, a
deficiency of nationwide integrated and accessible PC services, lack of support programs for
PC professionals, lack of national plans to advance PC, and hierarchy within administrative
and medical teams including physician dominance and devaluation of nurses’ voices. The
researchers also identified attitudinal barriers and unfamiliarity with the role and potential
benefits of PC among medical staff, patients, and families. Such barriers included medical
staff resistance to PC and late referrals, patient and family resistance, limited exposure of
trainees to PC and end-of-life, and limited support for PC from administrators. Culture was
also identified as a barrier, with families blocking truth-telling to patients and demanding

aggressive care at the end-of-life (Al-Awamer & Downar, 2014).
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Silbermann and colleagues (2015) used a descriptive survey to determine knowledge,
beliefs, barriers, and resources regarding PC services in 15 Middle Eastern countries using a
convenience sample of health care providers from multiple disciplines. Of the 776
participants enrolled in this study, only 16 were from Saudi Arabia, and no country specific
analysis was reported. Findings showed that improving pain management services was a key
facilitator to PC. Barriers included lack of designated PC beds/services, community
awareness, staff training, access to hospice services, and personnel/time. The nonexistence of
functioning home-based and hospice services made it difficult for families and providers to
honor patient wishes. Respondents were least satisfied with discussions around advance
directives and expressed an interest in learning more about PC with a focus on
communication with the patient and family (Silbermann et al., 2015). Although nurses were
included as participants in these two studies, the studies did not address HHC nor specifically
focus on nursing care or HHC nurses’ experiences.

Contexts Relevant to Home-Based PC in Saudi Arabia

Through Saudi Vision 2030, major national transformation is occurring in Saudi
Arabia. Saudi Vision 2030 is a nationally recognized framework of goals that include plans to
reduce economic dependence on the oil sector and foreign labor, modernize and
professionalize government institutions, and revitalize private investments (Alluhidan et al.,
2020). To meet the increasing demand for high quality health care, major reforms involving
expansions and improved efficiency is taking place in Saudi Arabia, (Alluhidan et al., 2020).
Nursing Workforce in Saudi Arabia

In 2021, the total number of nurses in Saudi Arabia was 196,795 with 42.9% of the
workforce being Saudis. When comparing the two governmental sectors, Ministry of Health
(MOH) and other governmental hospitals, about 63% of nurses in MOH hospitals were

Saudis compared to about 33% in other governmental hospitals (which includes military
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hospitals). In 2021, the armed forces medical services (military hospitals) had a total of 13,
956 nurses of which only 3,029 were Saudis (21.7% Saudi). At this time, the majority of
nurses in the workforce were women (82.3% women), and among them, Saudis made-up only
15.1% (Ministry of Health, 2021). Information about the current number of HHC nurses in
Saudi Arabia is not available.

Saudi Arabia suffers from chronic staffing shortages and high turnover rates that are
detrimental to the quality of nursing care (Aboshaigah, 2016). This shortage is amplified by
the increasing number of governmental and private hospitals, resulting in a critical need for
nurses (Al-Dossary, 2018). Policy makers have noted that Saudi Arabia’s current dependency
on international nurses to staff the health care system poses a risk to the nation’s health, since
changing political and natural circumstances such as the occurrence of natural disasters or
pandemic outbreaks can result in major staffing losses (Alluhidan et al., 2020).

Alluhaidan and colleagues (2020) examined the reasons why there are insufficient
Saudi nurses to meet the nation’s healthcare needs. The authors found the Saudi nursing
shortage is a consequence of a decreased flow of Saudi nurses into the labor market. This
decreased flow occurred for several reasons, including inadequate nurses’ training openings
in Saudi universities, high-quality foreign trained nurses being readily available, Saudi nurses
seeking scholarships to study abroad, high drop-out rates in nursing programs, and nursing
students who do not pursue a nursing position following graduation. Reluctance to work as a
nurse was found to result from unfavourable working conditions; such as 12-hours shifts, low
pay, and low social status. Thus, a high turnover rate has been observed among both Saudi
and non-Saudi nurses. Furthermore, nursing can be a demanding profession. Taking into
account that family life in Saudi Arabia is very important and that there are certain gendered
familial role expectations grounded in cultural beliefs, it may be difficult for Saudi women

nurses to balance work and family commitments (Alluhidan et al., 2020). Thus, nursing can
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be a difficult profession, but this is especially true for women who constitute the majority of
the nursing workforce.

There are several challenges to increasing the HHC nursing workforce to deliver PC
that we can infer from the literature. Although information about HHC nursing in Saudi
Arabia is limited, what is known suggests there may be linguistic, cultural, and awareness
barriers to the delivery of home-based PC (Abudari et al., 2016; Al-Hazmi & Al-Kurashi,
2005).

Linguistic and Cultural Competency

Addressing international nurses’ linguistic and cultural competence to care for Saudi
patients has been identified as a quality and safety issue (Abudari et al., 2016; Khraisat et al.,
2019). Although the Saudi population speaks Arabic, and Saudi culture is largely influenced
by local interpretations of Islam, the majority of nurses working in Saudi Arabia are from
non-Arabic speaking countries (predominantly the Philippines, India, and Malaysia) with
minority Muslim populations (Alluhidan et al., 2020). This results in a steep cultural and
linguistic learning curve for international nurses in all practice areas.

Abudari et al.’s (2016) exploration of non-Muslim nurses’ experiences caring for
terminally ill patients and their families illustrates the importance of linguistic and cultural
competence for care quality. Using qualitative methods, the researchers identified three main
themes: family matters, end-of-life preferences, and nursing challenges. Families were found
to control end-of-life decisions while at the same time providing fastidious physical and
spiritual care to family members. Despite some families being demanding and extremely
meticulous about their care, nurses generally considered this to be a display of compassion or
an expression of helplessness. Family preparedness for end-of-life varied; families who
accepted their family member was dying were most likely to accept end-of-life care, and the

opposite was true for families who were in denial or held out hope for life. Most nurses
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accepted patients’ cultural and spiritual practices, but some expressed concern about the
safety of using herbal mixtures and getting out of bed to engage in ritual prayer. Nurses also
expressed concern about the lack of palliative team involvement resulting in unnecessarily
aggressive care. Significant nursing challenges included difficulty communicating in Arabic
and a lack of understanding of patients’ cultural and spiritual needs (Abudari et al., 2016).

Although existing literature provides important information about barriers and
facilitators of PC in Middle Eastern countries, as well as general information about the Saudi
context, nurses’ perspectives on home-based PC barriers and facilitators remains unknown. It
is also unknown if demographic factors influence HHC nurses’ perceptions of barriers and
facilitators of PC.
Conceptual Framework

This study was guided by a socio-ecological model to address the importance of
interpersonal, institutional, community, and public policy factors for improving health care
(McLeroy et al., 1988). The model assumes appropriate changes in the social environment
will produce changes in individuals and vice versa (McLeroy et al., 1988). Hence, this study
focused on HHC nurses’ perceptions of barriers and facilitators to home-based PC in Saudi

Arabia at four levels (see Figure 1).

Figure 1

The Socio-ecological Model (McLeroy, Bibeau, Steckler, & Glanz, 1988)
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Methods

Study Design

This dissertation study used a prospective, mixed methods concurrent research design
(QUAN+ qual), including a descriptive, quantitative cross-sectional survey and a qualitative
description of HHC nurses’ and leaders’ narratives. This design helped us to obtain different
but complementary data on the same topic to better understand barriers and facilitators of
home-based PC in Saudi Arabia. We chose the quantitative component to be the dominant
(QUAN+ qual) based on our overall purpose and feasibility issues.
Sample and Setting

Participants were recruited from the Armed Forces Medical Services-Ministry of
Defense in Saudi Arabia. All military hospital systems providing HHC services, in 13 cities
and towns, were included in the study. We decided to sample from military hospital systems
because they offer HHC services in various areas, and we have access to HHC nurses in this
system. We obtained IRB approval from OHSU and the Ministry of Defense in Saudi Arabia

prior to initiating recruitment activities.



HOME-BASED PALLIATIVE CARE 78

Quantitative
Inclusion Criteria

Eligible participants were nurses who 1) currently worked in HHC; 2) had practiced
nursing for more than a year regardless of nationality; 3) could read, write, and understand
English; and 4) were willing to participate. Exclusion criteria included nursing students and
nurses who were not currently working in HHC.

We included eligibility criteria in the recruitment materials and the information sheet
and asked eligibility questions at the beginning of the survey, answering yes to these
questions took the participants to the next page. Participants who did not meet the criteria
were thanked and exited the survey.

Using a convenience sampling technique, HHC nurses (N = 160) were invited to
participate in the survey. We selected this sample size to enable robust analyses because there
are currently slightly more than 160 HHC nurses working for military hospital systems.

A total of 117 HHC nurses responded to the survey. Although the response rate was

more than 70%, only 52 participants answered all of the survey questions (see Figure 2).

Figure 2

Sample Size
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Qualitative

Inclusion Criteria

Inclusion criteria for nurses were those 1) currently working in HHC and had
practiced nursing for more than a year; 2) who could read, write, and understand
English regardless of nationality; and 3) were willing to participate in semi-structured
interviews. Exclusion criteria included nursing students and nurses not currently
working in HHC.

Inclusion criteria for HHC leaders were those who 1) currently worked in one
of the HHC programs in the military hospitals regardless of specialty or job position;
2) could read, write, and understand English regardless of nationality; and 3) were
willing to participate in semi-structured interviews.

To minimize screening failure, we used a telephone script to ensure
participants were eligible for the study. We only scheduled people for interviews if
they were eligible.

For the qualitative portion, we used qualitative description— a research
method based on the principles of naturalistic inquiry — to add to our understanding
of the barriers and facilitators affecting the provision of home-based PC in Saudi
Arabia (Lincoln & Guba, 1986). We interviewed a total of 14 participants (7 leaders
and 7 HHC nurses). The seven leaders consisted of five physician leaders and two
nurse leaders, who were not involved with direct patient care. Due to the diversity of
native languages in our sample we conducted all interviews in English. Participants
were recruited from the same military hospital settings targeted for the quantitative
portion of the study.

Data Collection



HOME-BASED PALLIATIVE CARE 80

Quantitative

We used an anonymous, self-administered, online survey to collect data. Participants
accessed the survey through a Qualtrics link and took 30-40 minutes to complete it.
Recruitment strategies included word of mouth, email solicitations, and flyers that briefly
described the study. After the HHC nurses completed the survey, they were invited to
participate in qualitative interviews.

After data collection, we randomly selected three HHC nurses who fully completed
the survey without any missingness to receive apple watches. No other remuneration was
offered.

Qualitative

We conducted a single semi-structured individual interview with HHC nurses and
leaders. All interviews were conducted by the primary author via Webex or telephone,
depending on the participant’s preference. Each interview lasted between 45 to 60 minutes
with an average duration of 30-40 minutes and was digitally recorded and transcribed
verbatim by the primary author. Field notes taken during the interviews captured nonverbal
behaviors (such as signs of fatigue, environmental or emotional factors) and aided the process
of reflective listening and summarization. Also, memo writing after the completion of the
interviews added to the general impressions and observations (Maxwell, 2012).

We developed the interview guide for this study based on our findings from a
literature review (Almulla & Hassouneh, 2022). The guide consists of a series of open-ended
questions with accompanying probes. Two sets of questions were developed: one for HHC

nurses and one for the leaders (see Table 1).

Table 1

Examples of Interview Guide Questions
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Interview Nurses Leaders
Guide
e Can you share your e What are the barriers to the
experiences with team provision of home-based
communication, collaboration, palliative care in Saudi Arabia?
and leadership support? e What are your thoughts about
0 e What are the risks you face the health care professionals’
2 when providing care at the awareness of palliative care?
§ patient’s home? Can you tell e Do you think that home-based
o me about a situation when you palliative care is underutilized
were at risk? in Saudi Arabia? Why?

e Has language been a barrier for
you? Please share a story to
help me understand.

We recruited HHC nurses and leaders through hospital administration via email
solicitations and a flyer. The investigator-initiated contact with potential participants. Nurses
and leaders interested in participating in qualitative interviews were screened over the
telephone for eligibility. If eligible, the participant was provided with the information sheet
and informed consent form via email, and a time was scheduled for data collection. Before
data collection, the investigator checked if the participants had read the information sheet,
briefly reviewed the study information sheet and answered any questions and obtained verbal
informed consent from all participants.

Measures
1) Demographic data/ variables, we collected data including area in which HHC
services were provided, level of education, country where nursing degree was
obtained, years of practice in Saudi Arabia, and nurse’s language of communication
when providing patient care. We chose these demographics based on qualitative data

and available literature.
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2) Modified Global Home Health Nursing Care Assessment Questionnaire, this is a
modified version of the Global Survey of the Roles, Satisfaction, and Barriers of
Home Health Care Nurses on the Provision of Palliative Care (Brant et al., 2019). We
modified the survey to meet our study needs and improve the measure’s suitability for
our target population. Modifications were based on current literature and Clinical
Practice Guidelines for Quality Palliative Care (Ferrell et al., 2018). To adapt the
original measure, we conducted cognitive interviews with a convenience sample of
five experts in the field, and the questionnaire was answered by one HHC nurse from
Saudi Arabia to determine item relevance and clarity, offering editing suggestions.
The modified version of the scale consists of 100 items and nine sections and includes
quantitative and open-ended questions addressing demographics (listed above),
patient population information, HHC nurses’ practices, barriers and facilitators to the
provision of home-based PC, community resources available, barriers to educational
opportunities, and desired learning methods (see Appendix F). Data on barriers and
facilitators were collected using Likert responses: “Always barrier, sometimes barrier,
neither barrier nor facilitator, sometimes facilitator, always facilitator” (33 items). For
the purpose of this study, we used the barriers and facilitators scale and some of the
open-ended questions at the end of the survey. Open-ended questions were used to
allow detailed answers and to gain deeper insight into the thoughts, feelings, and
experiences of our participants. Examples of open-ended questions on the survey are:

 Please describe any other significant barriers you encounter that are not listed
above.

« What do you believe are the cause(s) of this barrier?

« Please identify one thing that your place of work is doing well to provide in-

home care.
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Quantitative Analysis

Latent Class Analysis (LCA) (Aim 1). LCA was conducted to assess whether there
were clusters of latent HHC nurses that differed on the 29 individual “barriers and
facilitators” items. To examine the best latent class model fit, we evaluated each model’s
sample-size-adjusted Bayesian Information Criterion (SABIC) and Bayesian Information
Criterion (BIC). Usually, a better fitting model will have smaller SABIC and BIC numbers.
In addition, we examined convergence (entropy) and the parametric bootstrapped likelihood
ratio test (LRT), which assesses the difference in model fit between a model with k classes
and one with k-1 classes.

Next, each HHC nurse was assigned a probability of belonging to every latent class
(cluster) and assigned as a member of the class that had the highest membership probability.
The latent classes consisted of a mixture of subpopulations who had unknown membership at
the beginning. This unknown class membership then was inferred from the data.

Logistic and Linear Regression (Aim 2).

Preliminary data analyses were done to check logistic regression assumptions. We
assessed whether there was an adequate number of participants in each predictor (minimum
~10 cases), independence (primarily a between-subjects strategy), expected frequencies for
goodness of fit tests (no more than 20% less than 5), and linearity in the logit. We also
verified no major assumptions of multicollinearity were violated.

A logistic regression model was used to examine the association between latent class
membership (i.e., barriers and facilitators groupings) and participant demographics. To
control for their unique effects, demographic and experience variables (country where
nursing degree was obtained, area, years of practice in Saudi Arabia, and language) were
entered into each model. Also, we intended to use “gender”, the small number of men in our

sample prevented us from using this variable.
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For logistic regression results interpretation, we used odds ratios and 95% confidence
intervals. Generally, 95% confidence intervals that do not include 1.0 are traditionally
significant (p < 0.05). Next, the variance inflation factor (VIF) values were quantified with a
cut-off point set to 10 in a post-estimation analysis of collinearity. Moreover, as a
supplemental analysis for Aim 2, we added linear regression models because when we
conducted LCA we found only two latent classes that did not differentiate participants very
well, and the number of participants limited the utility of the analysis (see Results section
below). We calculated the average individual person’s responses and average scores for each
of the domains (individual; health care team; systemic; and community, patients, and
caregivers). We then used these average scores as outcomes in linear regression models to
examine the association between average responses and the demographic data. We modelled
four different linear regressions (4 domains) using each domain average score was as an
outcome variable.

Linear regression assumptions were tested by examining residual plots after model
estimation. The assumptions included no severe outliers, that variables were measured on the
full range of values, correct relationship specification between the outcomes and the
predictors, and whether errors were random (e.g., normally distributed) and constant (i.e.,
homoscedasticity holds). LCA was conducted using Mplus (version 8.7) statistical software
(Los Angeles, CA), and all other regression analyses were done using Stata/MP version
16MP (StataCorp, College Station, TX).

Quantitative Findings

Characteristics of the sample. A total of 51 HHC nurses met inclusion criteria and

completed the survey between December 2022 and February 2023. The sample was primarily

women (92%) with a mean age of 37. Most participants obtained their nursing degree in the
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Philippines and India (84%) and had a baccalaureate degree in nursing (BSN) (86%) (see
Table 2).

Barriers and Facilitators of Home-Based PC (Aim 1). To assess HHC nurses’
perceptions of barriers and facilitators of home-based PC, we tested two-class and three-class
latent class models. The two-class model fit the data best (SABIC = 3933.176, BIC =
4209.460, entropy = 0.998, bootstrapped LRT for one vs. two classes, p < .001) because the
BIC value was smaller than the three-class model and we wanted to prioritize parsimony (i.e.,
a simpler model) given the small sample size (SABIC = 3931.785, BIC = 4403.136).

Table 3 shows the mean (variance) estimate for each scale item within each of the
two latent classes. The barrier group (latent Class 1) consisted of the large group who
responded, “always barrier”, “sometimes barrier”, and “neither barrier nor facilitator”
regarding factors influencing home-based PC in Saudi Arabia. The facilitator group (latent
Class 2) consisted of participants who responded, “always facilitator”, “sometimes
facilitators”, and “neither barrier nor facilitator” for all factors influencing home-based PC in
Saudi Arabia. The majority (63%) of HHC nurses were in the barrier group (latent Class 1).
The strongest perceived barrier for the barrier group (latent Class 1) was “my language skills”
whereas “my communication with the patient” was selected as neither barrier nor facilitator
The facilitator group (latent Class 2) identified “language” as neither barrier nor facilitator
and “my communication with the patient” as the strongest perceived facilitator.

The barrier group (latent Class 1) perceived most items in the two domains (systemic;
and community, patients, and caregivers) as barriers (see Table 3). In the “systemic” domain,
the barrier group (latent Class 1) perceived all items as barriers except “level of nursing
representation in leadership” and “availability and quality of continuous training.” Similarly,
in the “community, patients, and caregivers” domain, the barrier group (latent Class 1)

perceived all items as barriers except for “cultural beliefs” and “communication with the
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patient and family.” The other two domains, individual and health care team, were all
perceived as neither barriers nor facilitators except for one item: “my language skills.”

The facilitator group (latent Class 2) perceived all items in the four domains as
facilitators except one item: “my language skills.”

Demographic Factors Associated with HHC Nurses’ Perceptions of Barriers and
Facilitators to Home-Based PC (Aim 2). One variable, country where nursing degree was
obtained, contained categories with small number of participants (less than 10). Thus, we
collapsed these small categories into one (labelling it as “other”) containing Saudi nurses and
nurses from other Arab countries. The “other” category was used as the reference value (n=
8) and we compared it to nurses from the Philippines (n= 33) and India (n= 14). Due to the
small number of participants in the reference group “other,” we were concerned about
estimation problems. Therefore, we decided to use robust standard errors. All VIF values
were less than 10, and no extreme multicollinearity was observed between the variables
(Correlation of coefficients < 0.8). No extreme multicollinearity was observed between the
variables (Correlation of coefficients < 0.8), and all VIF values were less than 10.

Using logistic regression, our goal was to test whether HHC nurses’ demographic
factors predicted latent class membership. A full model was fit using country where nursing
degree was obtained, area, years of practice in Saudi Arabia, and language. Overall, the
model was not able to predict the class membership of participants better than chance, LRy?
(6) =8.408, p =0.210, Mcfadden’s R2 = 0.128. None of the results were traditionally
significant in the full model (see Table 4). About 78% of the model was correctly classified
with a positive predictive value of 73%. Overall, the model had a fair fit with AUC of 0.74.

Demographic Factors Associated with HHC Nurses’ Perceptions of Barriers and

Facilitators to Home-Based PC using an Alternative Approach (Aim 2 supplement).
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In the linear regression robust standard errors were used because there were some
outliers in the model residual plots and we wanted to be conservative. All VIF values were
less than 10, and no extreme multicollinearity was observed between the variables
(Correlation of coefficients < 0.8).

Linear regression models were fit using country where nursing degree was obtained,
area, years of practice in Saudi Arabia, and language of communication when providing care
as the predictors and the average score for each domain (barriers/facilitator) as the outcome
(see Table 5).

Table 5 shows all the regression model results for associations between demographic
factors and HHC nurses’ barriers and facilitators using the average scores for each domain.

However, none of these results were traditionally significant.

Table 2

Quantitative Sample Demographic Data

Characteristic n M Percentage/ SD
Sex
Women 46 92 %
Men 4 8 %
Age 37.38 SD=17.13
Level of education
Diploma 3 6 %
Bachelor’s Degree 43 86 %
Postgraduate 4 8 %

Country where nursing
degree was obtained

Saudi Arabia 6 11.76 %

Philippines 30 58.82 %

India 13 25.49 %

Other 2 3.92 %
Providing care in Arabic

Yes 38 7451 %

No 13 25.49 %
Years in Saudi Arabia 9.92 SD=4.86
Area

Rural 11 22 %

Urban 15 30 %



HOME-BASED PALLIATIVE CARE 88
Both 24 48 %
Note. n= number, M= mean, SD= Standard Deviation
Table 3
Mean Scores for Each Barrier/Facilitator within the Two Latent Classes
Domain Questions Class1 Class 2
(n=32) (n=19)
Individual My language skills 2.162 3.369
My cultural awareness 2.710 3.685
My palliative care knowledge 2.904 4.421
My previous experience 3.333 4.390
My interest in home-based palliative care 3.035 4.389
Health Care  Availability and/or quality of team support 2.750 4.001
Team Availability and/or quality of interdisciplinary 2.781 3.825
collaboration
Availability and/or quality of leadership support 2.516 4112
Quality of communication among interdisciplinary team 2.646 4.222
Availability and/or quality of mentorship 2.969 4111
Physician access 24/7 2.656 4.056
Systemic Level of compensation 2.367 3.667
Level of nursing representation in leadership 2.613 4.056
Availability of end-of-life or hospice services 2.129 3.668
Availability and/or quality of specialty services 2.242 4.222
Access to opioid medications for pain management 2.067 3.611
Access to necessary medications 2.034 4.055
Access to needed medical supplies 1.834 4.056
Availability of time to provide care 2.467 4.412
Nurse to patient ratio 2.034 3.723
Availability and/or quality of continuous training 2.552 3.834
Community, Cultural beliefs 2.500 3.895
Patients, Geographic location of patients’ homes 2.344 4.001
and _ Quality of communication between caregiver and patient ~ 2.251 4.105
Caregivers  \y communication with patients 2501 4421
My communication with family 2.500 4.056
Caregivers’ preparedness for caring 2.437 3.843
Extent of caregivers’ training 2.281 4.001
Availability and/or quality of family/ caregiver supports 2.438 4.056

Note. Underlined numbers are the barriers. Bolded numbers are the facilitators.

Table 4

Demographic Factors Associated with HHC Nurses’ Barriers and Facilitators of Home-

Based PC (LCA)
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Variable Outcome: Class Membership
Demographic OR 95% Conf. Interval
Years practiced in Saudi Arabia 1.05 0.91-1.20
Country where nursing degree
was obtained
Philippines - 1 0.67 0.20-4.70
India - 2 6.39 0.48 — 85.26
Others - 3 (reference value)
Area
Rural - 1 5.27 0.91-30.53
Urban - 2 1.70 0.28-10.31
Both - 3 (reference value)
Language 0.61 0.13-2.85

Note. OR = Odds Ratio; *p<0.05, **p<0.01, ***p<0.001

Table 5

Association Between Demographic Factors and HHC Nurses’ Perceptions of Barriers and

Facilitators (Average Scores)

Domain Variable Outcome: Average Score
Demographic Coef. 95% Conf.
Interval
Individual Country where nursing degree was
obtained
Philippines - 1 -0.64 -1.60-0.31
India - 2 0.19 -0.86 -1.23
Others - 3 (reference value)
Area
Rural -1 -0.13 -0.69-0.94
Urban - 2 0.30 -0.22-0.81
Both - 3 (reference value)
Years of experience in Saudi Arabia 0.06 -0.01-0.12
Language 0.07 -0.64-0.79
Health Care Country where nursing degree was
Team obtained
Philippines - 1 -0.21 -1.21-0.79
India - 2 -0.03 -1.14 -1.08
Others - 3 (reference value)
Area
Rural -1 0.10 -0.82-1.00
Urban - 2 0.30 -0.44-1.04
Both - 3 (reference value)
Years of experience in Saudi Arabia 0.03 -0.04-0.10
Language -0.30 -1.09-0.49
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Systemic Country where nursing degree was
obtained
Philippines - 1 -0.10 -1.20-1.00
India - 2 0.09 -1.30-1.48
Others - 3 (reference value)
Area
Rural -1 0.30 -0.60-1.21
Urban - 2 0.20 -0.54-0.95
Both - 3 (reference value)
Years of experience in Saudi Arabia 0.01 -0.05-0.07
Language 0.07 -0.75-0.90
Community, Country where nursing degree was
Patients, and obtained
Caregivers Philippines - 1 -0.05 -1.09-1.00
India - 2 0.66 -0.67-2.00
Others - 3 (reference value)
Area
Rural -1 0.50 -0.40-1.41
Urban - 2 0.10 -0.62-0.81
Both - 3 (reference value)
Years of experience in Saudi Arabia 0.01 -0.05-0.07
Language 0.03 -0.74 -0.80

Note. Coef. = Unstandardized coefficients; *p<0.05, **p<0.01, ***p<0.001

Qualitative Analysis

We analyzed data using qualitative content analysis, a process that requires
researchers to immerse themselves in the data and then organize their impressions so that a
comprehensive and meaningful description of their findings is possible. The immersion and
organization phases began during the data collection phase and recurred continuously
throughout analysis. Prior to transcription, the primary author listened to the recordings of
interviews while focusing on the big picture (Borkan, 1999). The process of transcription
served as an additional avenue of immersion. Once transcribed, the primary author and two
other authors in the research study team read the interviews for a deeper understanding. The
first four transcripts were reviewed to assess depth and informational richness of the data by
identifying gaps in the interview technique, questions, or probes. There were no significant

changes to the technique or interview guide. Analysis was supported by NVivo, a qualitative
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research data management program. Passages that stood out as important were highlighted.
Members coded the narratives individually and then met regularly to discuss coding and
come to an agreement on discrepancies. We used initial coding, first and second cycle coding
to identify important concepts and categorize them into themes (Saldana, 2015). We also
made constant comparisons between passages from different transcripts. These categorized
themes were formulated from the data to emphasize the experience of participants as
represented in the interviews rather than a predetermined code set developed by the
researchers. We developed operational definitions for codes with rationales detailed in
memaos. We identified patterns in the data and grouped codes into themes based on their
common descriptive elements and threads that connected them (Lincoln & Guba, 1986).
Trustworthiness

Methodological rigor was promoted in this study by the maintenance of an audit trail
of coding decisions, regular research team meetings, and constant peer debriefings about the
coding scheme and findings (Connelly & Yoder, 2000). The development of operational code
definitions aided in the internal consistency and stability of the code set and enhanced the
thoroughness of the coding process (Lincoln & Guba, 1986). The use of verbatim exemplars
as a source of original data to clarify for readers where certain information (categories) came
from (Sandelowski, 1995). A tree diagram was developed to help us organize categories into
a hierarchical structure (Morse & Field, 1995).
Qualitative Findings

We identified four main themes from participants’ descriptions of barriers and
facilitators impacting the delivery of home-based PC (see Figure 3). The definitions of
themes and subthemes and the number of participants who discussed those themes are listed
in Table 6. The classification of themes as barriers or facilitators varied and depended on

participants’ individual experiences and place of employment. Although all hospitals are
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under the umbrella of the Ministry of Defense, they vary in policies, available resources, and

the communities they serve.

Figure 3

Qualitative Findings
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Table 6

Qualitative Themes Definitions

Theme/ Subtheme Definition Number of
Participants
1. Nurse Practice Challenges and Individual nursing aspects that promoted or interfered with the delivery of quality All participants
Rewards patient care.
A. Lack of PC Knowledge Not having enough information or understanding of PC. All participants
B. Language Method of communication HHC nurses used to convey meaning when interacting All participants
with the patient and family or caregiver.
C. Nurses Job Fulfillment A sense of accomplishment and satisfaction from providing home-based PC aligned All (Nurses)
with nurses’ personal values, interests, and goals. Three (Leaders)
2. Empowering Caregivers, Supporting caregivers or family members to have the ability and confidence to Five (Nurses)
Families, and Communities  perform PC independently at home. Six (Leaders)
to Take Responsibility
A. Community Awareness and Community knowledge and understanding of HHC services. Three (Nurses)
Acceptance Acceptance refers to acknowledging and embracing HHC. Four (Leaders)
B. Dependable Caregiver Caregivers who could be relied on or trusted by HHC team to care for the patient. All participants
3. Context, Policies and External variables that can influence the delivery of home-based PC. All participants
Resources
A.Home-based PC in the Saudi  Circumstances that form the setting for an event, statement, or idea. All participants
Context
i. Cultural and Religious Religion, customs, and traditions of the Saudi people. Six (Nurses)
Practices. One (Leader)

B. HHC and PC Policies Rules, guidelines, and procedures used to govern or regulate services. Two (Nurses)
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All (Leaders)

i. Eligibility criteria

Requirements that must be met for a person to access HHC services.

Three (Nurses)
All (Leaders)

ii. HHC visit time

Amount of time spent with the patient at each HHC visit.

Three (Nurses)
Two (Leaders)

iii. Incentives

Rewards or benefits provided to recruit and retain HHC nurses.

All Participants

C. Resources

Assets, materials, and other inputs needed to provide home-based PC.

All Participants

i. Human resources

Nurses and all HHC multidisciplinary teams

Two (Nurses)
Six (Leaders)

Ii. Equipment and supplies.

Tools, machines, or materials used to care for the patient at home such as ventilator,
air mattress, NGT feeding, medical supplies, and wound care materials.

One (Nurses)
Three (Leaders)

iii. Medications

Access to and use of controlled drugs in HHC services.

Five (Nurses)
Four (Leaders)

4. Dealing with Challenges and
Risks

Challenges are the difficulties or obstacles that the HHC nurse must overcome to
achieve a goal or complete a task.

Risks are the possibility of harm or negative consequences affecting nurses from an
action, decision, or policy.

All Participants

A. The challenge of working
within the limitations of a
home environment

How the home environment may limit and influence the delivery of home-based PC.

Two (Nurses)
One (Leader)

B. Harassment and assault

Harassment covers a wide range of offensive behaviors such as demeaning,
humiliating, or embarrassing a person.

Assault is the illegal act of causing physical harm or unwanted physical and sexual
contact to another person or the threat or attempt to do so.

Five (Nurses)
One (Leader)

C. Risk of travel

HHC nurses’ exposure to road traffic accidents, severe climate, and sandstorms when
visiting patients.

All participants
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Nurses’ Practice, Challenges, and Rewards (Interpersonal Level)

We identified three sub-themes in this main theme: A) Lack of PC Knowledge. This main
barrier stemmed from two factors: lack of PC specialization and lack of PC training and
continuous education. Consequently, lack of PC knowledge resulted in underutilization of PC

in Saudi Arabia (see Figure 4).

Figure 4

Lack of PC Knowledge as a Barrier Impacting Home-based PC
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|
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Lack of PC Specialization

Although nurses were the focus of this study, physicians played a very important role
in patient care. Both nurses, as the front-line care providers, and physicians who were
responsible for diagnosing, treating, and referring patients to other specialties lacked PC

specialization, which led to gaps in knowledge of PC.

Lack of PC specialization among nurses was described as:

“We don’t have specialized nurse in cancer care or PC or a master’s degree nurse or
PhD nurse --- most of them are RN1 or RN2 and nurse aid, they work together to their

best to take care of the patients and chronically ill patient, bedridden patient, wound
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care, bedsores, tube care and they are doing a great job in this and when it comes to

PC I think they are not prepared enough to do this.” (Physician leader)
The participants described the shortage of PC specialization among physicians as:

“Our doctors are general physician.” (HHC nurse)

Lack of PC training and continuous education was the other factor contributing to
lack of PC knowledge among nurses and physicians. When we asked nurses in an open-ended
survey to identify the most beneficial training to include in HHC education, we found PC
training was the most requested topic.

A physician leader explained the deficiency in PC training among physicians as:
“HHC usually is provided by either general practitioners or family medicine
graduates. So, it's not part of the training, how to provide PC and what does it mean
to give PC. So, they're always like more of a disease oriented rather than guality of
life oriented.” (Physician leader)

Participants stated since most health care providers, including nurses, working in Saudi
Arabia perceived PC as synonymous with end-of-life care they only provided PC to
terminally ill patients:

“We don't have usually the words of palliative care in the hospital, usually it is

reserved for those who are like, in end-stage cancer.” (Physician leader)

B) Language. Communication is central to the delivery of safe and comprehensive patient
care. Language is intertwined with effective communication, and participants identified
language as a major barrier for non-Arabic speaking nurses particularly in the absence of

medical interpreters.

“Sometimes they are telling [speaking] in Arabic, that are very deep [using
uncommon/new Arabic words] and for us although we're working for a long time it's

very difficult for us to understand.” (HHC nurse)
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However, some nurses adapted after gaining work experience in Saudi Arabia and learned to
speak Arabic.

“The language barrier, I would say this is one of the biggest barriers but with time
from nurses teach each other the basic words that they need and with time they start
to learn Arabic and after a while they become experts. ” (Physician leader)

To overcome language barriers, some nurses communicated using sign language and
demonstrations especially when caregivers did not speak Arabic or English. This was time-
consuming, and a challenge given the shortage of staff and number and duration of HHC
visits.

Language is a critical barrier for non-Arabic speakers because home-based PC
requires emotional and spiritual care and extensive health education during each visit which
cannot be provided without fluent Arabic speakers:

“For the spiritual need ... as Arabic nurse I am giving the patient this care but for

Filipino and Indian nurses sometimes they need to refer the patient to health educator

or social worker to support.” (HHC nurse)

“Because we have different religion. So, when we're talking about the spiritual. 1
cannot express about this spiritual because I'm not really talking fluently in Arabic
regarding your culture, your spiritual activities.” (HHC nurse)

Although one nurse mentioned the use of medical interpreters, the remainder of HHC
services have no medical interpreters available to help them communicate with patients and
families or caregivers. In the absence of official medical interpreters, nurses used Arabic-
speaking staff such as social workers, doctors, and other HHC team members to translate
during the visit when they were available. Also, nurses used the expertise of senior

international nursing staff to communicate important information using Arabic language. If
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no one on the team spoke Arabic, nurses called the nursing office for translators, usually
there were Saudi administrative staff who could translate over the phone.
C) Nurses’ Job Fulfilment. Despite the barriers and challenges associated with working in
HHC, nurses felt they had a sense of purpose and found meaning in their work. Participants
identified job fulfillment as a facilitator to the delivery of home-based PC. They mentioned
that although it is a tough job, making a difference in the patients’ and families’ lives was
worth the effort. Leaders stated HHC team members were passionate about and motivated to
do their work, regardless of the difficulties they encountered. Both HHC nurses and leaders
conveyed that working in HHC provided a sense of job contentment because caring for
patients in their homes, surrounded by their families and loved ones, created a feeling of
normalcy for patients with chronic disease conditions. Nurses expressed pride in their work
and what they had learned. They developed new skills when they worked in HHC settings,
and most importantly described job fulfillment from helping those in need:

“If you love your job, taking care of the patient, and you can see that the family is

appreciating what you are doing, there's a sense of pride in yourself that you've done

something for the family.” (HHC nurse)

“And those who stay in HHC and provide the services, | can say they love it. It is a kind

of passion for them not only a job.” (Physician leader)
Empowering Caregivers, Families, and Communities to Take Responsibility (Community
Level)

Empowering caregivers is achieved by providing resources, knowledge, and skills
necessary to provide safe and effective care. Nurses are not available to care for the patient
24/7. Thus, HHC is only possible when communities, family members, and caregivers are
empowered to care for the patients at home. Caregivers were family members or hired (paid)

caregiver. Depending on caregivers’ levels of preparedness, they were either a barrier or a
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facilitator to providing care at home. Two subthemes were identified in “empowering
caregivers, families and communities to take responsibility” theme: A) Community
Awareness and Acceptance, communities’ acceptance and awareness can be a barrier or
facilitator to home-based PC services. Awareness and acceptance of HHC is crucial to
caregivers’ ability to provide quality care and work effectively with nurses. Three nurses and
four leaders emphasized the importance of community awareness and acceptance to facilitate
home-based PC. Some families appreciated HHC services and staff, while others felt patients
should be in the hospital.

“People here think that at this level of sickness or illness of their beloved they are

supposed to stay in hospital for the rest of their life.” (Physician leader)

Lack of knowledge and understanding of the benefits of home-based PC impacted
community acceptance of these services. Nurses shared that their patients’ questions about
PC were not being answered in the hospital before discharge. Therefore, proper discharge
education about HHC services and HHC nurses’ roles may promote understanding and
enhance acceptance of home-based PC.

“Because some of the patients and families they don’t know what our role and do not

know what we came to do. When they know they have benefit, sure they will accept.”
(HHC nurse)
“Some of the relatives are not very accommodating, especially when we don't have the
doctors with us, when they see us coming alone, they will tell “mafi faidah” [there is
no benefit]. So, like if we go there without doctors, like our visit is nothing.” (HHC
nurse)
B) Dependable Caregiver. HHC is not possible without a dependable caregiver. Therefore,
when there were no reliable, consistent caregivers in the family or the family cannot afford to

hire one, patients may be neglected and at increased risk for developing complications.
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“We have experienced that there is no permanent caregiver, the relatives don't care

for the patients, even they are soak with stool, with urine.” (HHC nurse)

Participants asserted caregivers’ preparedness and availability of support is important
for home-based PC. Patient care at home could be compromised when caregivers are anxious
about patient care responsibilities, assigned excessive duties such as housework combined
with the caregiver role, burned out, or had insufficient education to learn the complex
information needed to care for patients:

“Families have the concern about what if the patient has, for example, an emergency

or | have to take care of emergency like shortness of breath or any | mean medical

problems at home.”” (Physician leader)

“Sometimes the caregiver is not educated enough to know about these sophisticated

machines to take care of tracheostomy or mechanical ventilation, NGT or PEG tube

feeding --- they are overwhelmed by the instructions they give up for them.”

(Physician leader)

On the other hand, participants said caregivers could be facilitators if they were
trained to care for the patient. They emphasized initiating caregivers’ education and training
in the hospital before patient discharge is needed to improve patient care. Also, assessment
and follow-up with caregivers” knowledge and skills, and connecting caregivers with support
groups may improve patient outcomes.

“It will improve the quality of life of the patient by 40%, if the caregiver is really very

well trained.” (Physician leader)

“We can’t give them a 24-hour care because we are going to their houses like, the

maximum length of time will be like an hour. So, the best care that we can give is to

teach the relative of the patients the needed care that the patient needs in the daily

life.” (HHC nurse)
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Context, Policies, and Resources (Interpersonal, Institutional and Public Policy Levels)

We identified three significant sub-themes addressing this main theme: A) Home-
based PC in the Saudi Context. Recognizing the importance of home-based PC in the Saudi
context is crucial when discussing HHC system. All participants agreed HHC services
resulted in overall cost reductions and alleviated the problem of hospital beds occupancies:

“I found that the cost minimization of HHC was 65% from the secondary care, and

for long term by 59% cost minimization.” (Physician leader)

In addition, one nurse and five leaders said home-based PC services address a need
given the absence of hospice services and the deficiency of long-term residential centers in
Saudi Arabia. They stated there was a need for long-term care facilities in Saudi Arabia due
to the aging population and increased life expectancy for Saudis, high hospital bed occupancy
rates, the need to reduce the burden on families, and quality patient care especially in the
absence of reliable caregivers:

“I can say 7% of HHC patients need long-term facilities and hospice. However, there

are very few long-term hospital and hospice in Saudi Arabia and the private one is

very, very expensive.” (Physician leader)

Cultural and Religious Practices. Four leaders said community acceptance of
hospice and long-term care services may be influenced by religious and cultural factors that
inhibit Saudi families from agreeing to hospice or long-term care facilities:

“It is complex, and it is multifactorial. It is part of the broad and wide Saudi culture.

Saudi culture they have faith in the one family, and they have faith in the extended

family, and they call it stigma if they let their beloved one go to hospice or nursing

care home.” (Physician leader)

In addition, cultural and religious practices of patients and families were perceived as

a barrier by six nurses and one leader, all of whom came from different cultures and religions.
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For example, gender considerations and preferences for women staff, families usually prefer
women nurses especially if the patient is a woman. This was considered a barrier, creating
challenges with staff scheduling. Certain procedures such as insertion of Foleys catheter may
not be performed by the opposite sex without obtaining permission from the patient and/or
family. Additionally, men nurses who were required to alert families before entering the
home in order for women members to don a head cover which could be time-consuming.
“Here in Saudi Arabia, they have customs and believes that we also need to respect,
like for example, before we enter the home, we make sure that we alert the relatives
or the sitter that a male nurse will enter the room so that they would cover
themselves.” (HHC nurse)
Some religious practices of patients and families in Saudi Arabia, such as fasting and
washing before prayer were also perceived as barriers to the delivery of home-based PC:
“So, some of them refuse the needed treatment that we are offering them some will
say, no, we don't need that, especially when it comes to blood extraction, right?
Some of them will tell, no the patient is fasting.” (HHC Nurse)
B) HHC and PC Policies. In this subtheme leaders disagreed in their opinions about current
policies. Four leaders asserted HHC policies were well established while three stated they
were unclear and needed updating:
“We have policy, which is updated, and adjacent with JCI standards and the Saudi
CBAHI.” (Nurse leader)
“There are no policies that is uniform between all the hospitals even in between
military hospitals. You will find some HHC that is very well equipped and some other
that is very deficient.” (Physician leader)

“The current policy is a mixture between geriatric care and PC.” (Physician leader)
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A nurse participant stated that in addition to their own HHC departmental policies, they used
some in-patient hospital polices. Another nurse viewed policies as being unclear. However,
they had the chance to provide input to leadership regarding suggested updates.

“Actually, the policies, it's not really clear, but if there's some instances that we need to
add to that policy, we're telling our head nurses --- we're discussing this during our
weekly meeting.” (HHC nurse)

In this subtheme participants discussed policies in three core aspects: eligibility
criteria, HHC visit time, and incentives offered to HHC nurses.

Eligibility criteria included 1) patients should be in stable condition; 2) priority is
given to bedridden patients or those who have difficulty in movement; 3) house location and
distance from the hospital should be 25 or 50 km; and 4) availability of at least one caregiver
who is dependable and attending the patient 24 hours.

“My role is to ensure that the policy of admission criteria is being met.” (Physician
leader)

We found eligibility criteria are standardized except for distance which varied among
military hospitals. Some hospitals served patients within a 25 km radius whereas others
served a 50 km radius.

HHC visit time. The number of patients seen per day varied among hospitals
depending on the location of the patients’ homes and the duration of each patient visit. The
duration of time spent with each patient was set based on the patients’ individualized needs.
Some nurses visited six to seven patients per day, others visited nine patients per day, and
some visited up to 15 patients per day (15 min/patient). Time spent with each patient ranged
between 15 minutes to one hour; usually, the first visit took longer. Some nurses declared the
time allotted was insufficient to provide needed services while others stated they were able to

manage visit time well.
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“Some patients will need once a week, some patient will need once every two weeks.
Some patients will be visited more than once in one week. ---- it is individualized
based on the case.” (Physician leader)

“PC, sometimes you need more than this time to talk to them.” (HHC nurse)
Incentives. Participants highlighted the importance of incentives to motivate nurses to

work and stay in HHC. Incentives included extra monetary payments, appreciation, more
flexible work schedules, and organizing social events. When asked how to motivate nurses to
stay on the job, one leader said:

"To be honest, I don't think I can motivate them. The only motivation is financial.”

(Physician leader)

Three nurses identified incentive payments as important motivator and means of
reducing burnout and turnover. Furthermore, nurses reported that incentive payments are
given to HHC physicians and drivers but not to HHC nurses; this inequitable practice resulted
in nurses feeling undervalued.

“Our doctors have this risk allowance, but the nurses don't have. The drivers have risk
allowance.” (HHC nurse)

“We're thinking, like, doctors are more important than nurses. They don't think that
nurses visit patients even without doctors, visit patients by ourselves. Sometimes it's
also one of the reasons that most of the nurses leave. Most of those experienced
nurses really leave because they felt that they are being under-compensated.” (HHC
nurse)

However, this was inconsistent between the hospitals because three leaders stated nurses
receive incentive payments while other leaders stated nurses do not:

“They have special allowance. So, their salary, their income is better than the nurse

working in some part of the hospital.” (Physician leader)
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“Lack of incentives. I can say. We try to get incentive for HHC nurses or HHC teams.

Unfortunately, up to now, it's under process for the last five or six years. So, there is
no incentive for HHC staff. “ (Physician leader)

One leader explained that due to differing contracts with nurses working in the same
hospital, some received incentive payments while others did not. Some nurses worked under
the Ministry of Civil Services and others the Ministry of Labor (which is now called Ministry
of Human Resources), which have different policies for incentive payments:

“Regarding the allowance -- there are different systems in Saudi Arabia. There is

some system for the civil workers, there are some for the ministry of labor. So, some
will give some will not give and this is very bad. Imagine two nurses working in the
same department under different categorization someone will take allowance and the
other one will not take. This is annoying, unfair.” (Physician leader)
C). Resources. Participants stressed the importance of resources such as human resources,
equipment and supplies, and medications to the delivery of quality patient care.

Human resources. HHC is understaffed because the numbers of patients in need of
HHC services is increasing relative to the number of nurses employed. A shortage of nurses
resulted in less number/time of visits for each patient. Consequently, there was a greater risk
of patients developing complications and nurse burnout.

“Currently HHC is understaffed, and the work is doubled or tripled sometimes. So,
nurses do experience burnout.” (HHC nurse)

In relation to HHC nurses, diversity of nursing staff was seen as a positive addition to
human resources. Diversity included a range of educational backgrounds, training, and

experiences:
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“I'm looking positively to this kind of diversity, because we can learn, we can share,
we can apply different measures, different ideas, different concepts.” (Physician
leader)

Participants agreed on the importance of nurses in HHC services. They reported
nurses are the most important members of the team since most of the services provided to
HHC patients require nursing expertise.

“Nursing care can constitute about 65 to 70% of HHC service. Okay. So, nursing
care is very important component of HHC service.” (Physician leader)
“They are the cornerstone of HHC.” (Physician leader)

All participants agreed on the importance of multidisciplinary collaboration which
includes communication on a regular basis, teamwork, and follow-up and affirmed they have
excellent teamwork.

“For each and every patient we have a treatment plan that includes all the
disciplines.” (Physician leader)
However, two leaders identified multidisciplinary staffing as a barrier, stating patient visits

by the whole team were sometimes not possible due to the shortage of staff.

Equipment and supplies. Three leaders and one nurse identified lack of supplies and
equipment as a barrier. In addition, in the open-ended questions of the survey, four nurses
responded, “equipment and supplies” to the question “identify one thing that your place of
work is doing well to provide in-home care,” seven nurses reported lack of equipment and

supplies in some hospitals as a threat to quality patient care and highlighted this as a barrier:

“Supplies and milk supplements must always be available; availability of wound

care supplies must be sufficient.” (HHC nurse)
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“There is really a massive lack of supply and I'm not sure if it's only in our
hospital.” (Nurse leader)

Medications. A major resource barrier was access to and use of controlled drugs in
the HHC services. HHC physicians and nurses could only manage mild to moderate levels of
pain due to hospital policy barring the prescription of strong pain medications by HHC
physicians. Pain management was critical for patients in need of PC, and lack of access to
pain medications led to patient suffering, increased emergency department visits and
hospitalization for patients with severe pain:

“We lack a lot of services in HHC, like administering pain killers that is restricted
for example. It is very hard to get these to patients outside the hospital which is
mandatory part of PC.” (Nurse leader)

“We don't have access to these controlled medications, which is strong pain killers
like morphine derivative and so on these are not available for HHC to prescribe.”
(Physician leader)

“We are not allowed to give any specific narcotic drugs in pain. It's only the hospital

they are the one giving that.” (HHC nurse)
Dealing with Challenges and Risks (Intrapersonal Level)

Participants reported HHC nurses, on a daily basis, were exposed to challenges and
risks when providing care in patients” homes. This main theme included three critical
subthemes: A) The Challenges of Working within the Limitations of the Home
Environment. This subtheme focused on how the home environment may limit and
influence the delivery of home-based PC. Some patients lived in small, crowded apartments
with no space for equipment storage, no easy access to the patient in emergencies, and a lack

of fire alarms or emergency exits.
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“Sometimes people are living in a small apartment, very crowded, and small room for
a patient and there's no fire alarm and there is no emergency exit with a big hospital
bed and the equipment around and to provide, 360-degree access to the bed. Is very
difficult.” (Physician leader)

Another challenge related to this subtheme was nurses had to handle emergencies or
unexpected outcomes alone. If the patient developed complications during procedures, nurses
lacked access to emergency equipment and healthcare teams such as senior staff or doctors
who can help resuscitate patients:

“We don’t have anything to help us like crush cart, or like doctors.” (HHC nurse)
Also, HHC nurses may be at risk of infections when caring for patients at home due to
exposure to visitors and relatives with different unknown health conditions and
communicable diseases.
“We are really prone to have virus cause I experienced before during a visit, we
entered the home of the patient and we were done with the vital signs and then one of
the relatives said that the patient was positive two days ago with COVID-19... five
days after the visit, I turned out positive as well.” (HHC nurse)
B) Harassment and Assault. HHC nurses, especially women, were exposed to harassment
and assault perpetrated by men family members or, less often, psychiatric patients:
“The teenagers, I think five teenagers’ relatives, they close the door and keeps on
touching us.” (HHC nurse)
“We know that the patient is psychiatric, but he is on medication, controlled, no
problem --- he pushed me really ---1 feel that my back is broken already because he

pushed me so strongly.” (HHC nurse)
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C). Risk of Travel. Participants underlined the risk of travel as a major barrier. During their
daily visits, they were exposed to road traffic accidents, severe climates, and sandstorms. One
nurse working in the southern region, a mountainous area stated:
'be prepared that your other feet, what we call it, the other foot is already four feet
below the ground, because you don't know what's going to happen on your way. "

(HHC nurse)

“Getting to the homes with different weather, you know, sometimes hot, sometimes

cold weather.”” (Physician leader)

Two participants, one nurse and one leader, suggested investing in technology,
telemedicine, remote patient monitoring and electric health records to facilitate HHC services
and overcome some of the challenges and risks associated with HHC. They asserted that this
would reduce the number of HHC visits, and documentation load and enhance provider
communication.

“We are filling, I think 15 papers, so we have to improve this kind of documentation. ”

(HHC nurse)

“The visits will be reduced immensely, and this will lead to improve health service. So

yes, remote monitoring is very important. Remote monitoring means investment in

two: technology and devices.” (Physician leader)
Integrating Quantitative and Qualitative Data
We used a joint display table to integrate our findings from the quantitative and qualitative
data analysis (see Table 7). We chose a side-by-side comparison of major quantitative and
qualitative findings. To facilitate this comparison, we organized our findings using levels

from the socio-ecological model (see Table 8).
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Table 7
Joint Display Table
Socio-ecological Level/ Quantitative Qualitative Comparison
Barriers and Facilitators
Intrapersonal Level Domain: Individual Theme: Nurse Practice Challenges and Rewards
1) Nurses’ language of ~ Barrier- Class 1: All participants identified language as a major barrier Congruence

communication In the domain “Individual” nurses in the
barrier group (latent Class 1) rated “my
language skills” a “Barrier.”

for non-Arabic speaking nurses.

“Since Arabic is not our first language, there is some language
barrier--- During our home visit, it's a quiet a challenge to express
and give education to the residents if they are not really familiar
with English. So we need to adjust in saying the health education
through Arabic.” (HHC nurse)

“Sometimes they are telling [speaking] in Arabic, that are very
deep [using uncommon/new Arabic words] and for us although
we're working for a long time it's very difficult for us to
understand.” (HHC nurse)
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Neither Barrier nor Facilitator- Class 2:
Nurses in the facilitator group (latent
Class 2) rated “my language skills” as a
“Neither Barrier nor Facilitator.”

Both groups/ classes identified language
as the lowest rated item, which puts it as
a “Barrier” for the barrier group (latent
Class 1) and as “Neither Barrier nor
Facilitator” for the facilitator group
(latent Class 2).
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Some nurses were native Arabic speakers and others
learned to speak Arabic from their long working
experience in Saudi Arabia.

“For Arabic nurses you know they can talk and they can
understand at the same time but maybe if she's Filipino, she knows
Arabic, she knows the basics, but she can take maybe 30 minutes to
explain to them.” (HHC nurse)

Interpersonal Level

1) Interdisciplinary
collaboration

Domain: Health Care Team

Neither Barrier nor Facilitator- Class 1:
Nurses in the barrier group (latent Class
1) rated all items under the domain
“Health care team” as “Neither Barrier
nor Facilitator.”

Theme: Context, Policies, and Resources

Two leaders said sometimes they have difficulties due to

staff shortages.
“Lack of team members. That's also one of the barriers in giving
PC at home, because sometimes we need another team member,

like, in the multidisciplinary disciplinary approach at home.’
(Physician leader)

Facilitator- Class 2:

Nurses in facilitator group (latent Class 2)

rated all items under the domain “health
care team” rated all items as
“Facilitators.”

All participants reported excellent teamwork.
“We are working like a one person actually.” (HHC nurse)

Congruence
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Institutional Level

1) Continuous education

Domain: Systemic

112

Theme: Theme: Context, Policies, and Resources

Neither Barrier nor Facilitator- Class 1: Participants reported a lack of specialized PC training Congruence/
Nurses in the barrier group (latent Class ~ and continuous education among both HHC nurses and Expansion
1) rated all items in the “Systemic” physicians.
domain as “Barriers” except for two “We just rely on the basic knowledge that we have to give this PC.”
items: “Level of nursing representation in ~ (HHC nurse) . .
leadership” (which we will discuss in the However, no one mentioned lack of continuous
next point) and “Availability and/or education as. a barrier: This is becau‘se Participants ‘
quality of continuous education” were usually received continuous education in their hospitals
rated as “Neither Barrier nor Facilitator>>  focusing mainly on physical aspects of care albeit not in
the PC context.
“What I only wanted --- they give more PC trainings to us, because
that is where we can get or we can learn more of the ideas that we
needed to give more quality care that these patients need especially
some of them are already dealing with end of their lives.” (HHC
nurse)
Facilitator- Class 2:
Noss i the fclitor group atent 171 15 1 b ot e e
Class 2) rated all items under the domain gy yrse)
“Systemic” as “Facilitators.”
2) Nursing Domain: Systemic Theme: Theme: Context, Policies, and Resources
representation in Congruence/
leadership Neither Barrier nor Facilitator- Class 1: Not having nursing leaders can be a barrier but there Expansion

Nurses in the barrier group (latent Class
1) rated the item “Level of nursing

was some evidence the current nursing leadership was a
facilitator.
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representation in leadership” as “Neither
Barrier nor Facilitator.”
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“We are lacking --- HHC nursing leaders. I think maybe this
diploma [for HHC nurses] hopefully they will be graduating after
two years, the first batch.” (Physician leader)

Facilitator- Class 2:

Nurses in the facilitator group (latent
Class 2) rated all items under the domain
“Systemic” as “Facilitators.”

All participants agreed on the importance of nurses in
the delivery of HHC services. They identified nurses as
the most important members of the HHC team since
most of the services provided to the patients in HHC

require nursing expertise.

“Nursing care can constitute about 65 to 70% of HHC service.
Okay. So, nursing care is very important component of HHC
service.” (Physician leader)

“We have nursing leadership inside the HHC and they have
valuable inputs --- sharing with us their input in building the policy
and building the management plan, and start plan for the patients
in HHC.” (Physician leader)

3) Incentives

Domain: Systemic

Barrier- Class 1:

Nurses in the barrier group (latent Class
1) rated the item “Level of
compensation” in the “Systemic” domain
as a “Barrier.”

Theme: Context, Policies, and Resources

“Our doctors have this risk allowance, but the nurses don't have.
The drivers have risk allowance.” (HHC nurse)

Facilitator- Class 2:

Nurses in the facilitator group (latent
Class 2) rated all items under the domain
“Systemic” as “Facilitators.”

All participants highlighted the importance of incentives
to motivate nurses to work in HHC and stay in the job.
For example, giving HHC nurses an extra monetary
allowance, appreciation, and flexible work schedules.

Congruence/
Expansion
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“They [HHC nurses] have special allowance. So, their salary, their
income is better than the nurse working in some part of the
hospital.” (Physician leader)

Community Level

1) Dependable
caregivers.

Domain: Community, Patients, and
Caregivers

Theme: Empowering Caregivers, Families and
Communities to Take Responsibility

In this domain, two items were related to “In most of the time we don't find a reliable caregiver from the Congruence/
. « . . family. In fact, sometimes we don't find anyone at all.” (Physician .
carcgivers: Careglvers preparedness for lea der) EXpansmn
caring”, and “Extent of caregivers’
training”. “Sometimes the caregiver is not educated enough to know about
these sophisticated machines of take care of tracheostomy or
Barriers- Class 1: mechanical ventilation, NGT or PEG tube feeding, they found
. . difficult for them. Sometimes they are overwhelmed by the
Nurses in the barrl'er group (laten_t Class instructions they give up for them.”” (Physician leader)
1) rated these two items as “Barriers.”
Facilitators- Class 2: “There are good examples of caregivers who know how to do the
Nurses in the facilitator group (latent care and eager to learn.” (Physician leader)
Class 2) rated all items in this domain as . . ,
o o , We can 't give them a 24-hour care because we are going to their
Facilitators. houses like, the maximum length of time will be like an hour. So, the
best care that we can give is to teach the relative of the patients the
needed care that the patient needs in the daily life.” (HHC nurse)
2) Cultural beliefs Domain: Community, Patients, and Theme: Context, Policies, and Resources
Caregivers
Neither Barrier nor Facilitator- Class 1: “Here in Saudi Arabia, they have customs and believes that we also Congruence
. . . . d t t.” (HHC
All items in the domain “Community, need to respect.” ( nurse) Incongruence/
patients and caregivers” were rated by the Expansion

barrier group (latent Class 1) as “Barrier”
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except “Cultural beliefs,” “My
communication with patients” and “My
communication with the family” were
rated as “Neither Barrier nor Facilitator.”
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Facilitator- Class 2:

Nurses in the facilitator group (latent
Class 2) rated all items in this domain as
“Facilitators.”

Barrier
Although patients’ and families’ cultural beliefs were
perceived as a barrier by some non-Arab nurses, others

said patient’s cultural beliefs should be respected.

“I was a little confused because of the culture shock when [ started
here.” (HHC nurse)

“Another issue is the gender. In Saudi Arabia, if the patient is
female, they are not accepting male staff. Not only male nurses, but
even male doctors, male physical therapists, male everything, they
really want like, female, only. So it's hard to allocate patients.”
(Nurse leader)

3) Communication with
the patient and family

Domain: Community, Patients, and
Caregivers

Neither Barrier nor Facilitator- Class 1:
Nurses in the barrier group (latent Class
1) rated “My communication with
patients” and “My communication with
the family” as “Neither Barrier nor
Facilitator.”

Theme: Nurse Practice Challenges and Rewards
Context, Policies, and Resources

Barrier

Non-Arabic speakers, who came from different cultures,
may have difficulties when communicating with
patients and families especially when discussing
emotional and spiritual aspects of care due to limited

language skills.

“Because we have different religion. So, when we're talking about
the spiritual. I cannot express about this spiritual because I'm not
really talking fluently in Arabic regarding your culture, your
spiritual activities.” (HHC nurse)

Incongruence
Congruence/
Expansion
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“Sometimes our palliative patients, some of them, their questions
are not being answered properly in the hospital” (HHC nurse)

Facilitator- Class 2:

Nurses in the facilitator group (latent Nurses reported communication with the patient and
Class 2) rated all items in this domain as  family/caregiver was one of the basic tasks they
“Facilitators.” performed on every HHC visit.

“For us as home support really our work, for me as Arabic person
I'm dealing with the patient emotionally, almost 90%. Because our
care in home, it's really more on education and emotional support,
especially for our patient, as a PC or cancer patient.” (HHC nurse)

“For the PC patients, they don't like visitor, but for us as a HHC
nurses we just explained to them we came to help the patient ---
when the family, they saw us giving the care and the management
excellent, actually they are very happy.” (HHC nurse)

Table 8

Socio-Ecological Model Level Aligned with Quantitative Domains and Qualitative Themes

Socio-Ecological Level Quantitative Domain (Survey) Qualitative Themes
Interpersonal Individual Nurses’ practice, challenges, and rewards
Intrapersonal Health care team Context, policies, and resources
Institutional Systemic Context, policies, and resources
Community Community, patients, and caregivers’  Empowering caregivers, families, and communities to take responsibility

Public Policy Systemic Context, policies, and resources
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Discussion

This study was the first to use mixed methods to examine barriers and facilitators
influencing the delivery of home-based PC services in Saudi Arabia. The use of a mixed
methods design allowed us to better understand this topic.

The quantitative findings examined barriers and facilitators from the perspective of
HHC nurses and identified two groups of nurses: a barrier group and facilitator group. The
two groups had opposite perceptions in the domains “systemic” and “community, patients,
and caregivers” (see Figure 4). These differences may have occurred because our participants
came from 13 hospitals located in different cities/towns in Saudi Arabia. The “systemic”
domain included questions specific to hospital policies, therefore nurses’ perceptions of
barriers and facilitators were likely specific to their workplaces. The nursing labor market in
Saudi Arabia is fragmented institutionally and geographically (Alluhidan et al., 2020).
Although there are plans to reduce fragmentation, public healthcare is currently delivered
through separate systems run by several ministries and governmental institutions (Alluhidan
et al., 2020). All hospitals included in our study were under the umbrella of the Ministry of
Defense; however, they varied in policies, available resources, and the communities they
served. For example, the “systemic” domain included some positive policies such as the use
of financial incentives to motive HHC nurses, the development of nurses’ knowledge and
skills through continuous education, and the constant access to materials and supplies;
uniform adoption of such policies may improve home-based PC. Further, in the “community,
patients, and caregivers” domain items depended on the training of nurses and preparation of
caregivers in the hospitals. For example, in some hospitals caregivers were provided
extensive training before patient discharge. Also, some hospitals conducted regular training

classes for the caregivers based on their needs. Thus, policymakers in the military hospitals



HOME-BASED PALLIATIVE CARE 118

should collaborate to reinforce policies with positive outcomes and update or abolish
inefficient policies.
Figure 5
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Similar to our qualitative findings that lack of PC knowledge resulted in
underutilization of PC in Saudi Arabia, Weng and colleagues (2021) conducted a qualitative
study with 16 health care providers, including nurses, to understand attitudes and beliefs
regarding PC and to identify practice barriers in Bahrain. The researchers found health care
professionals perceived PC to be a service only offered during end-of-life; PC was only
offered to patients diagnosed with cancer who had exhausted all curative treatments. The
authors identified Middle Eastern cultures, health care law and policy, conservative
interpretations of Islam, and a lack of professional expertise as barriers to PC (Weng et al.,

2021).
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In our qualitative analysis, interviews with HHC nurses and leaders revealed
important findings that we classified in four main themes (see Figure 3). All quantitative
domains/items were identified in the qualitative findings as main themes and subthemes
except for one, “dealing with challenges and risks,” which was discovered from participants’
interviews as a barrier influencing the delivery of home-based PC. One of the main risks
identified in the qualitative findings was “harassment and assault.” This finding was
consistent with a previous study conducted in Saudi Arabia regarding HHC worker exposure
to workplace violence (Al-Sagheir et al., 2022). The study included 1045 HHC workers
(60.3% nurses), men and women, with at least six months experience in HHC. More than two
thirds of the HHC workers (67.7%) reported being exposed to violence in the past five years.
Respondents reported being exposed to verbal aggression (61.6%), workplace aggression
(41.6%), workplace violence (31.1%), sexual harassment (3.60%), and sexual aggression
(5.70%). Similarly, another study addressed workplace violence against women HHC
workers (n = 1214) in a customer-driven home care model in Oregon, US (Hanson et al.,
2015). The researchers examined the relationship between exposure to violence and HHC
worker stress, burnout, depression, and sleep (Hanson et al., 2015). HHC workers in this
study were non-licenced personnel assisting patients in activities of daily living (ADLs) such
as bathing, hygiene, and eating. The researchers found that 61.3% of the women HHC
workers experienced at least one type of workplace violence in the past year. Reported
violence included verbal aggression (50.3%), workplace aggression (26.9%), workplace
violence (23.6%), sexual harassment (25.7%), and sexual aggression (12.8%). Although
exposure to violence was associated with greater stress, depression, sleep problems, and
burnout, confidence in addressing workplace aggression buffered HHC workers against
negative work and health outcomes (Hanson et al., 2015). These studies are consistent with

our qualitative findings and illustrate the importance of recognizing violence in HHC and
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establishing ways to overcome these harmful acts. Although sexual harassment and
aggression were mentioned as less frequent types of violence against HHC workers in the
previous literature (Al-Sagheir et al., 2022; Hanson et al., 2015), sexual harassment and
assault are commonly underreported because of the associated societal stigma. Sexual
harassment and assault is one of the most important types of risks revealed from our
qualitative interviews; the nature of one-to-one interview may have allowed greater
disclosure. Even in our small sample, three participants reported this as a major risk
suggesting that this could be a problem that needs further exploration and stronger worker
protections.

Quantitative and qualitative data had congruent findings in relation to nurses’
language of communication, interdisciplinary collaboration, continuous education, nursing
representation in the leadership, incentives, and dependable caregivers. Qualitative analysis
provided additional explanation and expanded our understanding of the quantitative findings
(see Table 7).

Language was one of the main barriers identified in both quantitative and qualitative
studies. This is likely due to the majority of our sample being made up of non-Arabic
speakers and medical interpreters not commonly being available in the home, this finding was
consistent with those of a previous qualitative study conducted in Saudi Arabia with 21
patients receiving cancer care (Alshammari et al., 2022). The researchers found language
barriers hindered communication between patients and nurses, and many patients explained
they were unable to understand non-Arabic speaking nurses because they could not speak
English (Alshammari et al., 2022). Recognizing the significant effect language barriers have
on the provision of health care is vital to promoting patient outcomes.

Our quantitative and qualitative findings were incongruent in three areas: “cultural

beliefs,” “communication with the patient,” and “communication with the family.” Patients’
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“cultural beliefs” were not perceived as a barrier by HHC nurses in the quantitative study
whereas this was identified as a barrier in qualitative interviews. This discrepancy may be
because the qualitative interviews included HHC leaders responsible for staff scheduling, and
a main cultural challenge (barrier) perceived by participants was that patients and their
families prefer women nurses, thus complicating staff scheduling. Our finding was similar to
a study conducted in Saudi Arabia that examined home caregivers’ (n = 240) satisfaction
with the services provided; one of the factors associated with caregivers’ satisfaction was
receiving HHC by women nurses (Al-Khashan et al., 2011). Therefore, participants in the
quantitative and qualitative studies perceived patients’ “cultural beliefs” differently.

In the quantitative study “communication with the patient” and “communication with
the family” were incongruent with the main finding that “my language skills” was identified
as a barrier in both quantitative and qualitative studies. HHC nurses rated “communication
with the patient” and “communication with the family” as “neither barrier nor facilitator” or
“facilitator” but not as a “barrier.” “Communication with the patient” involves health
education along with providing emotional and spiritual support to the patient and family.
Although communication may be challenging (or a barrier) for non-Arabic speaking nurses,
communication may also have been be influenced by a variety of other factors such as nurses
emotions, education, situations/circumstances, attitudes, habits (Taylan & Weber, 2023).
Communication styles differ between occupational groups, social groups, age groups, and
among members of a family, and, indeed, they differ between cultures (Taylan & Weber,
2023). It is possible HHC nurses did not rate communication in the quantitative study as a
barrier because they felt it was an important aspect of HHC that they should be able to do. To
develop a trusting relationship with patients, and their families, nurses from different cultural
backgrounds do not necessarily require the ability to be fluent in every language, they only

should be able to listen to and observe people, with the help of an interpreter (Taylan &
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Weber, 2023). Another reason maybe although some nurses struggled to communicate with
patients (due to language barriers) they were still communicating with the patients by
gesturing, demonstrating, or with the help of other staff. It is also possible the HHC nurses
did communicate verbally with the patient, but their language fluency was insufficient to
avoid difficulties. For instance, they described in the qualitative interviews that they were not
able to discuss emotional and spiritual aspects of care because of their limited language skills.
This finding was similar to those reported in an integrative review of 20 papers examining
barriers to nurse-patient communication in Saudi Arabia (Alshammari et al., 2019). The
authors found most nurses used non-verbal communication in their communications with
patients while verbal communication was limited to a few Arabic and Islamic words. Authors
of the integrative review concluded limited communication can affect nurse-patient
relationships, patient safety, and patient satisfaction with services (Alshammari et al., 2019).
The authors also affirmed a lack of knowledge about the Saudi culture and the presence of
language, cultural, and religious differences between nurses and patients can negatively
influence the communication experience. Non-Saudi nurses may also have difficulty
understanding religious-cultural practices that must be integrated into the care of religious
patients (Alshammari et al., 2019).
Limitations

Our research findings cannot be generalized to the broader population of HHC nurses
as well as other health care sectors in Saudi Arabia because of two potential limitations:
limitation of precision (due to small sample size) and potential selection bias (due to the use
of convenience sample). For example, nurses who felt more secure in their positions and/or
had more time may have been more likely to agree to participate in the study.

A second limitation was the characteristics of the target population. The majority of

HHC nurses in the military hospitals were non-Saudis and non-Arabic speakers. However, in
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the MOH hospitals, the majority of HHC nurses are Saudis who can speak Arabic. These
differences in nurses’ distribution are caused by the fragmented nursing labor market in Saudi
Arabia. While Saudi nurses are more likely to work in MOH facilities, other government and
private sector health institutions are largely staffed with international nurses (Alluhidan et al.,
2020). The small sample size and the difference in hospital staffing distributions affected the
significance of the results and interfered with our ability to find associations between nurses’
demographic factors and the barriers and facilitators influencing home-based PC in Saudi
Arabia.

Another limitation was the use of only the English language in the survey and
interviews. We speculate that many Saudi and Arab nurses and leaders were hesitant to
participate in the study because of their limited understanding of the English language, thus
hampering our sample variability. Additionally, the quantitative survey did not include
questions about the challenges and risks encountered by HHC nurses, which limited our

ability to integrate those finding with the findings from the qualitative study.

Other limitations specific to the qualitative portion of this study include the use of
single interviews without follow-up, and interviews that averaged 30 to 40 minutes in length
precluding collection of in-depth data. Finally, the use of English language with participants
for whom English was a second language affected the speed of the interview and content we
received.

Conclusion

Saudi Arabia’s crucial need for PC services, its deficiency of long-term care facilities,
and its absence of hospice services emphasise the importance of home-based PC. HHC is not
a popular area of practice for nurses in Saudi Arabia due to several work-related factors. To
attract nurses to work in this understaffed yet indispensable profession, it is important to

understand their perceptions about the barriers and facilitators influencing HHC.
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Our study provides guidance for HHC leaders and policy makers in updating policies
to promote quality patient care and nurses’ satisfaction. Investments in HHC nurses’
continuous education specific to PC, such as spiritual and emotional aspects of care and end-
of-life care, is one of the necessary changes. Furthermore, continuous education should
include essential topics to prepare nurses for dealing with work challenges and risks such as
conflict resolution, recognizing the warning signs of violence, assertive communication, and
creating a safe environment that promotes reporting of incidents. In addition, the provision of
trained medical translators would enhance nurse-patient/caregiver relationships and promote
safe and effective care. Improving the image of nursing by increasing their involvement in
leadership positions, providing incentives, including them in the development of policies,
decision making, and problem solving may also enhance their confidence, satisfaction, and
retention. Finally, increasing community awareness about home-based PC services and the
vital role nurses play is important to facilitate adherence and decrease barriers. Further
research is needed to understand this new area of patient care and how we can intervene to
minimize the barriers and enhance the quality of patient care. Future research should continue
to focus on examining the barriers and facilitators influencing home-based PC in Saudi

Arabia utilizing a diverse sample of HHC nurses.
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CHAPTER V
Discussion, Summary, and Implications

The overall aim of this dissertation was to gather information from HHC nurses and
leaders about home-based PC practice, and to identify areas for improvement and future
development. The first manuscript described what is known about PC and HHC in Saudi
Arabia to guide future research and interventions using an integrative literature review of
home-based PC in Saudi Arabia (Almulla & Hassouneh, 2022). This manuscript served as a
foundation for the subsequent research studies, manuscript two and three.

The second manuscript was a cross-sectional quantitative study focused on PC
practices and knowledge of HHC nurses in Saudi Arabia and addressed the following three
aims: 1) describe HHC nurses’ PC practices and knowledge; 2) identify demographic factors
associated with HHC nurses’ PC practices; and 3) examine the association between PC
knowledge and HHC nurses’ PC practices and demographic factors.

The third manuscript was a prospective, mixed method concurrent research design
(QUAN + qual) which explored barriers and facilitators of home-based PC from the
perspective of HHC nurses and leaders by addressing the following specific aims: 1) examine
barriers and facilitators of home-based PC provided by nurses; 2) identify demographic
factors associated with barriers and facilitators of home-based PC; and 3) describe HHC
nurses’ and leaders’ experiences with providing home-based PC. The overarching theme
linking these three manuscripts was home-based PC in Saudi Arabia, with a focus on HHC
nurses. We used various methodological approaches and statistical analyses to achieve the
aims of these three manuscripts.

The purpose of this chapter is to discuss major findings from these studies, compare

them with one another, and situate them in the current literature base. In addition, this chapter
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describes our studies’ implications and concludes with a description of the dissertation
strengths and limitations.

Overview of Findings and Discussion
Lack of PC Knowledge (Intrapersonal Level)

In Chapter 2, lack of PC knowledge was noted in the literature among nursing
students and nurses working in hospitals in Saudi Arabia (Almulla & Hassouneh, 2022). Our
quantitative study (Chapter 3) was the first to assess PC knowledge among HHC nurses.
Similar to previous studies, we used the Palliative Care Quiz of Nursing (PCQN) scale to
assess HHC nurses PC knowledge (Aboshaigah, 2019; Aboshaigah, 2020; Abudari et al.,
2014; Khraisat et al., 2017). Participants’ PCQN scores ranged between 2 and 13 out of 20.
The mean PCQN score was 8.40, indicating low levels of PC knowledge among HHC nurses.
This finding was consistent with those of previous studies showing low levels of PC
knowledge among nurses. Although we expected to find low levels of PC knowledge, we did
not expect to find that HHC nurses were not handling opioids (pain medications) frequently
in their daily HHC practice. We noticed from the qualitative interviews described in Chapter
4 that one of the main barriers to home-based PC was HHC nurses and physicians lacked
access to opioid medications due to hospital policy barring the prescription of strong pain
medications by HHC physicians. Since the majority of questions in the PCQN scale are about
pain management through the use of medications, it is reasonable to assume that low PCQN
scores or lack of PC knowledge resulted from HHC nurses not managing pain frequently in
their practice. Similarly, a quantitative study of community nurses in Australia examined PC
knowledge and found PC knowledge gaps were highly associated with lack of relevant
experience, formal PC training and type of nursing role or the scope of practice that limits

nurses ability to manage pain (nurses are not routinely involved in selecting or prescribing
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pain medications) (Khalil et al., 2023). This is concerning since pain management is key to
PC and patients’ quality of life.
Nurses’ PC Practices and their Demographics (Intrapersonal and Institutional Level)

In Chapter 3, we identified two groups of nurses who performed PC practices at
different frequencies: a moderate-frequency group and high-frequency group. Both groups
were found to perform PC practices related to physical aspects of care more than other
aspects of care (e.g., emotional, spiritual). Similarly, Al-Awamer and Downar (2014)
compared PC service models in the Western and Middle Eastern countries and described PC
services in Middle Eastern countries as focused on treating physical symptoms in cancer
patients whereas Western countries used holistic approaches to care and dealt with a variety
of patient problems (Al-Awamer & Downar, 2014). Our findings on the physical aspects of
care in Chapter 3 were further explained by Chapter 4 findings where three main reasons
were presented to account for why more physical care were provided to patients: the nurses’
cultural background, Arabic language ability, and the topics of continuous education
provided to nurses.

Although we noticed from qualitative interviews that the majority of nurses focused
on physical aspects of care, the extent to which they spent the HHC visit time on physical
care was based on their cultural and linguistic skills. Most of our sample were non-Arabic
speakers, and we learned from our qualitative interviews nurses from different cultures may
avoid discussing spiritual and religious aspects of care due to their limited information and
knowledge of the cultural practices. Moreover, non-Arab nurses identified language as a
major barrier influencing care, leading them to focus more on physical aspects of care and
less on emotional, spiritual, and religious aspects of care. In a previous integrative review
about nurse-patient communication barriers, the authors stated nurses tend to avoid

conversations with patients when a language barrier exists (Alshammari et al., 2019).
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Furthermore, Almutairi et al. (2015) conducted a qualitative study of 24 non-Saudi nurses
who came from different cultural and linguistic backgrounds. The researchers noted nurses’
ability to communicate in Arabic was either limited or absent, which negatively influenced
the quality of communication and care they provided (Almutairi et al., 2015). Our sample
lacks variability because they were mainly from the Philippines and India, where Arabic is
not spoken; however, it is important to note non-Arab nurses likely vary in their Arabic
language skills based on the duration of their work experience in Saudi Arabia. We noticed
from our nurses’ interviews in Chapter 4 that some non-Arabic speaking nurses learned to
speak Arabic from their long working experience in Saudi Arabia while others still struggled
and took a long time to communicate with the patient and family/caregiver. Thus, it seems
reasonable to infer that nurses who were non-fluent Arabic speakers spent more time on
physical aspects of care during the HHC visits.

In addition, lack of specialty PC education was noted as another reason for nurses
focusing disproportionately on physical aspects of care. From the qualitative interviews
(Chapter 4) we found the continuing education topics discussed on a regular basis in most of
the hospitals were mainly related to physical aspects of care. Although physical aspects of
care were the most performed practice among both groups, we believe that in addition to
language ability, differences in nurses’ education and training may have influenced the extent
to which physical aspects of care were provided to their patients. Weng et al. (2021)
conducted 16 interviews with health care providers (physicians and nurses) in Bahrain and
discovered some participants did not know the meaning of hospice at all because they
perceived PC as hospice care in their daily practice. Also, participants reported they did not
receive any formal education on either PC or hospice care while they were in medical or

nursing school (Weng et al., 2021). As a consequence, the frequency of physical aspects of
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care provided to patients in need of PC can be influenced by nurses’ individual characteristics

and experiences.
Furthermore, we investigated the association between the nurses’ demographic factors

and their PC practices (Chapter 3).
Physical Aspects of Care. In Chapter 3 we described two significant findings: First,
comparing non-Arab and Arab nurses, nurses from the Philippines performed physical
aspects of care less often than Arab nurses (including Saudis). Second, comparing
nurses who communicated in Arabic versus those who did not, nurses who provided
care in Arabic (including non-Arab nurses) performed physical aspects of care less
often than those who did not speak Arabic. Although these two findings may seem
contradictory it is important to remember that this is only a partial effect of a specific
variable after controlling for all other variables. There are multiple possible
explanations for the first finding about nurses’ ethnicity, such as differences in
nursing educational content, cultural differences, and/or psychological factors such as
fulfillment and job satisfaction. Qualitative findings presented in Chapter 4 suggest
cultural and linguistic barriers make it difficult for non-Arab nurses to provide
emotional and spiritual care resulting in more emphasis on physical aspects of care
during the HHC visit. In contrast, an Arabic speaking participant reported educating
and providing emotional support to patients comprises most of her work. Thus,
cultural and linguistic skills of nurses likely influence the frequency of physical care
provided to the patients. Alshammari et al. (2022) conducted interviews with 21
patients receiving cancer care in Saudi Arabia and found that some nurses responded
to patients’ fears and uncertainties by providing psychological and non-verbal support
whereas others did not respond to patients’ emotional needs due to religious and

cultural differences. Patients described being hesitant to share their feelings with the
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nurses because they thought psychological support was not a nursing role

(Alshammari et al., 2022). Additionally, nurses’ ethnicity affected patients’

willingness to discuss spiritual and emotional issues. Patients reported non-Arab

nurses were unable to understand their feelings, to support them psychologically, due
to a lack of understanding of the Saudi culture, and religion. Patients also perceived

Saudi nurses as more understanding and aware of their religion (Alshammari et al.,

2022). Consequently, during the HHC visit, nurses who share the same culture and

religion with the patient and are fluent in Arabic may focus more on communicating

with the patient and family in a variety of areas such as health education, spiritual and
emotional support.

Spiritual and Religious Aspects of Care. Our findings indicate nurses” demographic
characteristics influence how often they provide spiritual and religious aspects of home-based
PC. This is significant given the evidence supporting a link between providing spiritual
support to terminally ill patients” and greater hospice utilization and less aggressive care life
during end of life. (Balboni et al., 2009).

Two significant results were found in the area of spiritual and religious aspects of
care. First, nurses from the Philippines performed PC practices related to spiritual and
religious aspects of care less often than Saudi and other Arab nurses. Similar to our previous
explanation and our findings in Chapter 4, non-Arab nurses struggled to perform these two
aspects of care due to a language barrier. Moreover, in a qualitative interview (Chapter 4) a
nursing participant stated that coming from different cultural and religious backgrounds
created difficulties in providing spiritual and religious aspects of care. Similarly, Abudari et
al (2016) found non-Muslim nurses had difficulty addressing the spiritual needs to their
patients because of lack of understanding and unavailability of continuous education on this

topic. Additionally, other non-Muslim nurses argued patients’ religious commitment to
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practice specific rituals such as praying could interrupt the work routine and disrupt the
physical comfort of patients (Abudari et al., 2016). Thus, nurses whose cultural and religious
backgrounds differed from that of Saudi patients provided spiritual and religious aspects of
care less often than Arab nurses of similar or like background.

Second, HHC nurses who received PC education in the form of continuing education
courses in the past six months performed spiritual and religious aspects of care less often than
those who did not receive PC education. This finding suggests lack of specialized specialty
education with a focus on non-physical aspects of care is needed. The need for PC education
focused on non-physical aspects of care is further supported by our qualitative findings.
Nurses who provided examples of the continuous education they received, all described
education related to physical aspects of care. Nurses expressed a need for specialized PC
topics in their continuous education in the open-ended questions of the survey.

Our findings are similar to a study conducted with 770 physicians and nurses in 14
Middle Eastern countries, including Saudi Arabia, caring for advanced cancer patients (Bar-
Sela et al., 2019). The researchers found 82% of participants thought they should provide
spiritual care at least occasionally but 44% provided spiritual care less often than they
thought they should. Although some respondents reported they valued spiritual care, they did
not provide it to their patients because they felt a low personal sense of being spiritual, and
they had not received training (77%) on how to provide it (Bar-Sela et al., 2019).
Additionally, since many people are not comfortable speaking about spirituality, awareness
of one’s own spirituality may help staff to be more sensitive to understand patients’
spirituality and more comfortable speaking with patients about it (Bar-Sela et al., 2019).
Therefore, lack of knowledge and understanding about how to meet patients’ spiritual and
religious needs and the unavailability of specialized PC continuous education focused on all

aspects of PC, may contribute to nurses providing less spiritual and religious aspects of care.
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Cultural and linguistic aspects of care. We found nurses with greater work
experience in Saudi Arabia performed cultural and linguistic aspects of care more often than
less experienced nurses; this finding was explored in detail in Chapter 4. Although the nurses
came from different cultural and linguistic backgrounds, our study indicated that, in time,
they learned to adapt and understand the Saudi culture. In a previous qualitative study, nurses
considered culture to be a major challenge to performing their nursing practices. While nurses
tried to provide culturally congruent care, some believed they failed to accommodate
patients’ cultural needs because of their lack of cultural understanding and the unavailability
of formal education in cultural care (Abudari et al., 2016).

A recent study conducted in the United States investigated the perceived level of
confidence among oncology nurses in providing PC to patients with cancer (Parajuli et al.,
2021). The researchers found that diverse groups of nurses lacked confidence in providing
psychological, social, spiritual, and ethical and legal aspects of PC. The highest confidence
level was in providing physical aspects of care. Additionally, more than (50%) of the
participants reported they did not receive any PC training. Thus, the focus of HHC nurses on
physical aspects of PC practices is a common problem and can be influenced by various

individual and institutional factors.

HHC Nurses Barriers and Facilitators (All Socio-Ecological Levels)

Besides the intrapersonal (individual) and institutional level barriers discussed in
Chapter 3, and continuous education, in Chapter 4, HHC nurses identified barriers and
facilitators at all socio-ecological levels including interpersonal, institutional, community,
and public policy levels. Using a mixed methods design, we identified and expanded our
understanding of the complexities of the barriers and facilitators (from the perspectives of
HHC nurses and leaders) of providing PC care. Similar to our study findings, previous

literature identified barriers and facilitators of home-based PC at different socioecological
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levels. A review of five home-based PC studies identified six essential elements of quality
palliative HHC programs: (1) Integrated teamwork; (2) Management of pain and physical
symptoms; (3) Holistic care; (4) Caring, compassionate, and skilled providers; (5) Timely and
responsive care; and (6) Patient and family preparedness (Seow & Bainbridge, 2018). On the
other hand, Brant et al. (2019) examined barriers to home-based PC in Middle Eastern
countries using a sample of 532 HHC nurses from 29 countries, including Saudi Arabia. The
researchers found health care providers shortages, insufficient funding and community-based
PC policies, poor access to end-of-life or hospice services, and decreased community
awareness of services were barriers to providing home-based PC. Furthermore, participants
identified educational barriers such as insufficient time, funding, and staff coverage (Brant et

al., 2019).



HOME-BASED PALLIATIVE CARE 134
Table 1
Chapter Aims and Findings
Chapter/ Aims Findings
Chapter Il: Aim We examined literature in two areas: PC and HHC. We found 24 studies published between 2005

Describe what is known about PC and
HHC in Saudi Arabia to guide future
research and interventions by an
integrative literature review of home-
based PC in Saudi Arabia.

and 2021 that met quality and inclusion criteria. Although PC and HHC are associated with positive
outcomes, lack of nurses’ knowledge and awareness of PC and the underdevelopment of HHC in
Saudi Arabia have contributed to underuse of these services. Nurses are vital to the functioning of
interdisciplinary teams and effective interfacing with patients, caregivers, and families.

Chapter I11: Aims

1) Describe HHC nurses’ PC
practices and knowledge.

2) ldentify demographic factors
associated with HHC nurses’ PC
practices.

3) Examine the association between
PC knowledge and HHC nurses’
PC practices and demographic
factors.

Aim 1:

Assess HHC nurses’ Practice:

Two groups of nurses were identified: The moderate-frequency group (latent Class 1) and the high-
frequency group (latent Class 2).

e Moderate-frequency group (latent Class 1): the least practiced PC practice was “spiritual
support for the family” whereas the most frequently practiced practice was “health
screening.”

e High-frequency group (latent Class 2): the least practiced PC practice was “treatment
immediately after death” whereas the most frequently practices practice was “health
screening.”

Assess HHC nurses’ PC knowledge:

The lowest PCQN score obtained by a participant was 2 out of 20, and the highest score was 13 out
of 20. The mean PCQN score was 8.40, indicating low levels of PC knowledge among HHC nurses
in this sample.
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Aim 2:
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A full model was fit using the following criteria: country where nursing degree was obtained, years
of PC experience, whether PC education was received within six months of the study, years in the
nursing profession, and language.

Although none of the effects were traditionally significant, the direction of the findings

suggests that the high-frequency group (latent Class 2) includes nurses from the Philippines who
have PC experience, have received PC education within the past six months, and are providing care
in the Arabic language.

Aim 2 (supplement)

Physical aspects of care. Two significant results were found. First, controlling for other
variables and compared to nurses from Saudi Arabia and other Arab countries nurses from
the Philippines had lower average scores, meaning physical aspects of care were provided
less often. Second, HHC nurses who provided care communicating in the Arabic language
had lower average scores than those who did not, meaning physical aspects of care were
provided less often by nurses communicating in Arabic.

Spiritual and religious aspects of care. Two significant results were found. Holding all other
factors constant, compared to nurses from Saudi Arabia and other countries, nurses from the
Philippines had lower average scores, meaning that HHC nurses from the Philippines
provided spiritual and religious aspects of care less often compared to Saudi and other Arab
nurses. HHC nurses who received PC education within the past six months had lower
average scores than those who did not receive PC education, meaning nurses who received
continuous education provided spiritual and religious aspects of care less often compared to
Saudi nurses and other Arab nurses.

Cultural and linguistic aspects of care. One significant result was found. Controlling for
other variables, for each additional year of nursing experience, HHC nurses had an increase
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in their average score, meaning that nurses with greater experience provided more often
cultural and linguistic aspects of care.

e Ethical and legal aspects of care. Controlling for other variables, for each additional year of
nursing experience, HHC nurses had an increase in their average score, meaning that nurses
with greater experience provided more often ethical and legal aspects of care.

Aim 3:

A linear regression model was fit using class membership, country where nursing degree was
obtained, years of PC experience, whether PC education was received within six months of the
study, years in the nursing profession, and language. However, none of the findings were
traditionally significant.

Chapter IV: Aims Aim 1:
1) Examine barriers and facilitators of Two classes/groups of nurses were identified. The barrier group (latent Class 1) and the facilitator
home-based PC provided by group (latent Class 2).

nurses. e Both groups identified “my language skills” as the lowest rated item. However, the two

2) Identify demographic factors groups had different ratings for “my language skills” based on nurses’ individual skills.
associated with barriers and e The barrier group (latent Class 1) perceived most items in two of the domains (systemic; and
facilitators of home-based PC. community, patients, and caregivers’) as barriers.

3) Describe HHC nurses’ and leaders’ e The facilitator group (latent Class 2) perceived all but one of the items (“my language
experiences in providing home- skills”) in the four domains “facilitators.”
based PC. Aim 2:

A full model was fit using country where nursing degree was obtained, area, years of practice in
Saudi Arabia, and language.

None of the results were traditionally significant in the full model.

Aim 3:
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The qualitative findings identified four main themes: 1) Nurse Practice Challenges and Rewards, 2)
Empowering Caregivers, Families, and Communities to Take Responsibility, 3) Context, Policies,
and Resources, 4) Dealing with Challenges and Risks.
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Implications
Practice Implications

Our research topic is aligned with and contributes to the Saudi Arabian 2030 Vision
that emphasizes primary care, public health, PC, end-of-life care, and the management of
chronic diseases (Ministry of Health, 2019). The absence of hospice services and the
deficiency of long-term care facilities in Saudi Arabia stresses the importance of home-based
PC to overcome the problem of high hospital bed occupancies. Home-based PC can provide
equal access to people in need of PC, especially those who are living in distant areas where
commuting to main hospitals (which can offer specialized services) might be difficult. The
use of modern technology in combination with home-based PC can help in remote
monitoring and therefore can promote the delivery of these services.

Nurses play a vital role in delivering and coordinating these services. Investigating
this topic is very important to address nursing shortages, promote nurses’ retention, and
attract more nurses (specifically Saudi nurses) to the field. Understanding HHC nurses’
practice and the barriers and facilitators influencing the delivery of home-based PC can guide
HHC leaders to develop policies, implement change, and promote utilization of home-based
PC.

Policy Implications

Our research findings suggest various areas of improvement in the areas of PC and
HHC policies. Having clear and updated policies that are specific to HHC will promote access
and delivery of home-based PC services. HHC leaders can adapt policies to attract nurses to
the field of HHC by increasing their job satisfaction and eliminating or reducing potential risks.
Policymakers can update policies to ensure nurses are protected from harm when conducting
their daily HHC visits. Hanson et al. (2015) pointed out several policy recommendations to

overcome the issue of HHC violence and sexual harassment in the state of Oregon, United
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States. The authors asserted policies should clearly state violence and sexual harassment will
not be tolerated. The consequences for violating such policies should be clearly delineated.
Also, existing procedures for reporting and investigating workplace incidents of violence or
other high-risk behaviors should be examined for gaps and strengthened where needed (Hanson
etal., 2015).

Leaders should consider the use of financial incentives to motivate nurses to work in
HHC. Zhang et al. (2022) conducted a qualitative study of 13 nurses in two community health
centers in China and found participants were dissatisfied with their current benefits; this feeling
eventually decreased their motivation and willingness to provide HHC. Participants noted an
imbalance between the workload and pay-return (providing more energy and effort than
received in return) produces a sense of psychological imbalance, which leads to negative
emotions and sustained stress and burnout. The authors highlighted incentive management as
an essential part of HHC to promote retention and motivate nurses (Zhang et al., 2022).

Also, the consistent use of well-trained medical interpreters enhances patient-nurse
communication and promotes the quality and safety of patient care. Taylan and Weber (2023)
confirmed that a medical interpreter should always be consulted for difficult conversations.
They stated professional medical interpreters do not just translate the words; they preserve the
sense and consonant meanings of the spoken text in translation. Thus, medical interpreters must
have good medical knowledge and be familiar with the technical terms in both the source and
target language (Taylan & Weber, 2023).

Furthermore, HHC leaders should work to increase community awareness of PC and
HHC and improve nursing’s image in the Saudi community by emphasizing nurses’ essential
role in patient care, specifically the delivery of HHC services. Alizadeh et al. (2022) conducted
a qualitative study of 25 stakeholders in a health care system in Iran (including policy makers,

healthcare providers, HHC experts, HHC researchers, university faculty members, and cancer
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patients and their families/caregivers) to explore the current barriers of integration of PC
services from hospital to home during the COVID-19 pandemic and provide suggestions to
overcome these barriers. The researchers identified community and family awareness as
essential to changing attitudes toward HHC. They suggested media, including radio and
television, can help by holding scientific discussions to increase public awareness (Alizadeh et
al., 2022). Furthermore, Aboshaigah (2016) highlighted the importance of educating the public
about the roles nurses perform and conveyed the need to change the image of nurses to being
both competent and intelligent rather than the commonly held view of being subservient to the
higher medical profession and as a job requiring low levels of education. In this respect, the
media in turn could play a major role in transforming the image of nursing in Saudi Arabia
(Aboshaigah, 2016; Almalki et al., 2011). Aboshaigah (2016) further suggested using
campaigns to highlight nursing as a respectable and worthwhile profession in schools and
colleges and illuminate the full range of careers in nursing, from clinical work through to
doctoral-level research.

Also, Alizadeh et al. (2022) argued that the establishment of home-based PC requires a
strong infrastructure, including an appropriate environment and supporting factors such as
equipment, communication technologies, access to medications, proper educational curriculum
for healthcare personnel, and access to financial resources. Utilizing “telemedicine” is an
essential part of the infrastructure and necessary for the development of home-based PC
services. Monitoring patients 24/7 provides a sense of security for the patients and facilitates
access to these essential services. Similarly, in our qualitative interviews, participants
suggested the use of telemedicine to enhance efficiency and promote the delivery of home-
based PC (Alizadeh et al., 2022).

Pain management policies need updating to enhance patients’ quality of life and limit

unnecessary hospitals visits. Equipping nurses with the knowledge needed to provide
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appropriate pain management to patients at home would address both of these concerns. Khalil
et al. (2023) suggested providing nurses with formal PC training and peer monitoring to reduce
the knowledge gap with opioid medications among those working in rural community-based
settings in Australia. Additionally, Alizadeh et al. (2022) asserted it should be legal for nurses
in Iran to prescribe pain medications to help patients manage their pain at home. Thus, nurses
should be equipped with knowledge and current policies should be updated to promote pain
management and therefore patients’ quality of life.

Education Implications

Nursing programs should ensure the availability of sufficient PC content in the
curriculum along with clinical training. One practical step toward attracting more nurses to
work in HHC is to introduce HHC services to nursing students in undergraduate nursing
programs and explain the importance of these services to meet patient needs. Tomajan (2012)
noted faculty in academic settings and nurse educators in professional development roles serve
as culture carriers for the profession. No one plays a more critical role in developing the
capacity and capability for professional advocacy than nursing educators who model advocacy
behaviors for students in both education and practice settings (Tomajan, 2012). Nurses in staff
development roles contribute to nurses’ role formation by providing ongoing mentoring to
nurses in practice. Thus, we should not underestimate the role of education in influencing the
students’ professional decisions.

Continuing education courses offered to nursing staff should include specialized PC
training emphasizing the importance of providing emotional, spiritual, and cultural aspects of
PC alongside physical care. Providing consistent training to HHC nurses will enhance
individualized and patient-centered care and will allow concise evaluation of the quality of
training. A recent experimental study was conducted on nurses in India to measure the impact

of end-of-life nursing education on PC knowledge and attitude (Gupta et al., 2023). The
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researchers reported end-of-life nursing education was effective in improving nurses’
knowledge and attitudes toward PC and end-of-life care. Also, Gupta et al. (2022) emphasized
the importance of incorporating PC principles in nursing undergraduate programs and
recommended the use of competency-based PC training programs for nurses working in HHC.
Research Implications

The overall aim of this manuscript dissertation was to gather information from HHC
nurses and leaders about PC practice and identify areas for future development. In the
absence of studies about home-based PC in Saudi Arabia, this dissertation was the first step
toward understanding the barriers and facilitators influencing the delivery of this needed
service. Based on the findings, future research will focus on areas related to nurses’ education
by 1) examining HHC and PC content in the nursing programs’ curricula and clinical
training; and 2) evaluating the effectiveness of staff continuous education specific to PC.
Because lack of PC knowledge was one of our main findings, I would like to investigate
where the knowledge gaps came from (undergrade curricula or continuous training) so we
can implement changes based on the nurses’ needs. Additionally, we learned from our
research the importance of continuous education in promoting nurses’ PC skills.
Understanding the needs and effectiveness of the current PC continuous education offered to
nurses will help develop the nurses’ knowledge and skills, which may promote quality and
safety in patient care.

Also, my future research will examine policies by 1) exploring current HHC and PC
policies and their effects; 2) measuring patients/caregivers’ satisfaction with home-based PC
services; and 3) further investigating barriers and facilitators in a larger and more diverse
sample of HHC nurses. We found on some occasions policies were not clear and not specific
to HHC. Thus, investigating current policies will inform the process of updating or changing

policies to meet the needs of patients, caregivers, and HHC providers. Additionally, I would
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like to further understand barriers and facilitators of home-based PC from the Saudi and other
Arab nurses’ perspectives using qualitative research. Although we found significant barriers
and facilitators in our dissertations, these findings were mostly related to non-Arab nurses.
We expect to find different barriers and facilitators because of the divergent educational and
cultural backgrounds of Arab and non-Arab nurses. Such future studies will also help us
investigate reasons for the relative lack of Saudi nurses in HHC.

Other important research topics may include investigating family/caregivers’
educational needs and self-efficacy. This dissertation emphasized the importance of families’
and caregivers’ roles in making home-based PC a successful experience. Knowing
specifically the type of training/support each need will help us develop tailored plans to
address them.

My long-term goals are to promote home-based PC services in Saudi Arabia and
increase utilization and access to these important services. Additionally, I would like to be
involved in developing HHC policies and guidelines that ensure patients receive safe and
high-quality PC, mitigate safety issues including eliminating nurses’ exposure to violence,
and increase nurses’ work satisfaction. In order to achieve these important goals, we should
aim to improve services and address problems at all socio-ecological levels.

My research plans include the use of different research designs such as longitudinal
and ethnographic studies based on the problem being investigated and the research questions.
I anticipate that including such designs will provide more understanding of the current
problems and allow further and more precise planning and interventions.

Strengths and Limitations
In this section we will describe the strengths and limitations of all three manuscripts

of this dissertation. These manuscripts were the first to examine home-based PC in Saudi
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Arabia. The first manuscript described what is known about PC and HHC in Saudi Arabia
and led us to important areas of investigation in the two following manuscripts.

In our integrative literature review we included 24 studies from Saudi Arabia, with
only one qualitative study. In this dissertation, we used an uncommon research design in
Saudi Arabia: a mixed methods design.

The two data-based manuscripts examined home-based PC in Saudi Arabia while
focusing on HHC nurses. These two studies were the first to include a sample from all the
military hospitals in Saudi Arabia. The use of the socio-ecological model as a guide provided
a deeper understanding of the relationships between factors at different model levels.

Despite these strengths, several limitations were noted. We had a relatively small
sample size for each study. The samples also lacked diversity, preventing us from examining
the associations between some demographic variables and the main outcomes. There was
limited generalizability since data was collected from the military hospitals where the
characteristics of nurses (including the number of Saudi nurses) are relatively different from
those employed by the Ministry of Health. Lastly, the data collected was in the English
language only, which limited our ability to include more diverse participants in our sample.

Other limitations specific to the qualitative portion of this study include the use of
single interviews without follow-up and interviews that averaged 30 to 40 minutes in length
precluding collection of in-depth data. Using the English with participants whose first
language was not English affected the speed of the interview and content received.

Conclusion

In summary, this dissertation consists of three manuscripts that shared a common
theme of home-based PC in Saudi Arabia, with a focus on nurses. By addressing the first
manuscript’s aim we were able to identify important topics to investigate as a second step.

Overall, the three manuscripts added to our understanding about current home-based PC
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practice and use of both quantitative and qualitative data strengthened our ability to explore
the topic.

The findings of this dissertation document the complexity of home-based PC in Saudi
Arabia. Improving home-based PC services is critical to reducing patients’ suffering and
enhancing quality of life. Much of the work of improving home-based PC must necessarily
focus on supporting HHC nurses who are the most important providers of direct care on the
HHC team. Doing so will require implementation of policies that thoughtfully attend to the
practice of home-based PC in the context of the unique Saudi Arabian health care system,

culture, and community.
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Appendix D

Information Sheet- Quantitative

N OREGON Information Sheet

HEALTH&SCIENCE

ol UNIVERSITY

IRB#_STUDY00024693

TITLE: Home Health Care Nurses and Home-Based Palliative Care in Saudi Arabia

PRINCIPAL INVESTIGATOR: Dena Hassouneh, PhD, RN, ANP, PMHNP, FAAN

CO-INVESTIGATORS: Halah Almulla, MSN, RN, PhD Student [(503) 706-0557]
Nathan Dieckmann, Ph.D.
Rana Najjar, PhD, RN., CPNP

WHO IS PAYING FOR THE STUDY?:

This study is supported by a scholarship from the Medical Services Division, Ministry of Defense,
Saudi Arabia.

WAHY IS THIS STUDY BEING DONE?:

You have been invited to be in this research study because you are a home health care nurse working
in Saudi Arabia. The purpose of this study is to gather information from home health care nurses
about palliative care (PC) practice to identify areas for future development. This study may help
inform national policy and the development of home-based palliative care services in Saudi Arabia
with a focus on nursing.

WHAT [EXAMS, TESTS AND PROCEDURES] ARE INVOLVED IN THIS STUDY?:

To participate in this study, you need to be a home health care nurse working in one of the military
hospitals in Saudi Arabia and have at least one year of nursing experience. You should have received
an email containing information about this study, the inclusion criteria, and a link to the survey. Once
you have read this information sheet, please indicate your consent to participate.

This anonymous survey is self-administered electronically and contains three main sections:
demographic data, palliative care roles and knowledge, and home-based palliative care barriers and
facilitators. Additionally, there will be six short answer questions.
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Surveys are easy to answer and should take approximately 30-40 minutes of your time. You are not
required to include your name or any other identifying information. You may withdraw from the
study by simply declining to complete the survey.

If you have any guestions, concerns, or complaints regarding this study now or in the future, or you

think you may have been injured or harmed by the study, contact Halah Almulla at +1 (503) 706-0557
(United Sates) or +966 56 899-0308 (Saudi Arabia).

WHAT RISKS CAN | EXPECT FROM TAKING PART IN THIS STUDY?:

Although we have made every effort to protect your identity, there is a minimal risk of loss of
confidentiality.

WHAT ARE THE BENEFITS OF TAKING PART IN THIS STUDY?:

You may not directly benefit from being in this study. However, the information that will be
generated from this study will help us learn how to improve home-based palliative care services in
the future and enhance patient’s quality of life.

WHAT ARE THE ALTERNATIVES TO TAKING PART IN THIS STUDY?:

You may choose not to be in this study.

WILL | RECEIVE RESULTS FROM THIS STUDY?

No results will be released to individual participants in the study.

WHO WILL SEE MY PERSONAL INFORMATION?:

In this study we are not receiving any identifiable information about you so there is little chance of
breach of confidentiality. We are administering the survey using Qualtrics, which employs advanced
technology to ensure all communication uses both server authentication and data encryption. The
online tool will automatically generate an ID number, and no identifiable information will be
collected on participants. Only the investigators who are involved in the data analysis will have access
to the data. Data collected through the online survey tool will be downloaded and stored on to
encrypted, password protected, laptops. All data will be destroyed within 1 year of study completion.

WILL ANY OF MY INFORMATION FROM THIS STUDY BE USED FOR ANY COMMERCIAL PROFIT?

Information about you or obtained from you in this research may be used for commercial purposes,
such as making a discovery that could, in the future, be patented or licensed to a company, which
could result in a possible financial benefit to that company, OHSU, and its researchers. There are no
plans to pay you if this happens. You will not have any property rights or ownership or financial
interest in or arising from products or data that may result from your participation in this study.
Further, you will have no responsibility or liability for any use that may be made of your information.
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WHAT ARE THE COSTS OF TAKING PART IN THIS STUDY?:

It will not cost you anything to participate in this study. We will select three random participants, who
completed the survey without any missing information to receive an apple watch.

WHERE CAN | GET MORE INFORMATION?:

This research is being overseen by an Institutional Review Board (“IRB”). You may talk to the IRB at
(503) 494-7887 or irb@ohsu.edu if:

. Your questions, concerns, or complaints are not being answered by the research team.
o You want to talk to someone besides the research team.

. You have questions about your rights as a research subject.

. You want to get more information or provide input about this research.

You may also submit a report to the OHSU Integrity Hotline online at
https://secure.ethicspoint.com/domain/media/en/gui/18915/index.html or by calling toll-free (877)
733-8313 (anonymous and available 24 hours a day, 7 days a week).

DO | HAVE TO TAKE PART IN THIS STUDY?

You do not have to join this or any research study. If you do join, and later change your mind, you
may quit at any time. If you refuse to join or withdraw early from the study, there will be no penalty
or loss of any benefits to which you are otherwise entitled.

HOW DO I TELL YOU IF | WANT TO TAKE PART IN THIS STUDY?

Reading the information sheet and ticking off the consent statements will serve as indication of
consent.


https://secure.ethicspoint.com/domain/media/en/gui/18915/index.html
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Appendix E

Information Sheet- Qualitative

Y OREGON Information Sheet

HEALTH&SCIENCE

ol UNIVERSITY

IRB# STUDY00024693

TITLE: Home Health Care Nurses and Home-Based Palliative Care in Saudi Arabia

PRINCIPAL INVESTIGATOR: Dena Hassouneh, PhD, RN, ANP, PMHNP, FAAN

CO-INVESTIGATORS: Halah Almulla, MSN, RN, PhD Student [(503) 706-0557]

Nathan Dieckmann, Ph.D.

Rana Najjar, PhD, RN, CPNP

WHO IS PAYING FOR THE STUDY?:

This study is supported by a scholarship from the Medical Services Division, Ministry of Defense,
Saudi Arabia.

WAHY IS THIS STUDY BEING DONE?:

You have been invited to be in this research study because you are a home health care (HHC) nurse
or leader in that area working in Saudi Arabia. The purpose of this study is to describe HHC nurses’
and leaders’ experiences providing home-based palliative care. This study may help inform national
policy and the development of home-based palliative care services in Saudi Arabia with a focus on
nursing.

WHAT [EXAMS, TESTS AND PROCEDURES] ARE INVOLVED IN THIS STUDY?:

To participate in this study, you need to be a HHC nurse or a leader working in one of the military
hospitals of the Medical Services Division, Ministry of Defense, Saudi Arabia. You received an email
containing information about this study and its inclusion criteria. Once you have read the information
sheet, please indicate your consent to participate.

We are going to interview participants using a semi-structured conversational format. All interviews
will be conducted by Halah Almulla, a PhD student, using Webex or telephone. Interviews will take
approximately 30 to 60 minutes and will be digitally recorded and transcribed professionally with all
identifiers removed. You are not required to include your name or any other identifying information.
You may withdraw from the study by simply declining to complete the interview.
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If you have any questions, concerns, or complaints regarding this study now or in the future, or you
think you may have been injured or harmed by the study, contact Halah Almulla at +1 (503) 706-0557
(United Sates) or +966 56 899-0308 (Saudi Arabia).

WHAT RISKS CAN | EXPECT FROM TAKING PART IN THIS STUDY?:

Although we have made every effort to protect your identity, there is a minimal risk of loss of
confidentiality.

WHAT ARE THE BENEFITS OF TAKING PART IN THIS STUDY?:

You may not directly benefit from being in this study. However, the information that will be
generated from this study may help us learn how to improve home-based palliative care services in
the future and enhance patient’s quality of life.

WHAT ARE THE ALTERNATIVES TO TAKING PART IN THIS STUDY?:

You may choose not to be in this study.

WILL | RECEIVE RESULTS FROM THIS STUDY?

No results will be released to individual participants in the study.

WHO WILL SEE MY PERSONAL INFORMATION?:

In this study we are not receiving any identifiable information about you so there is little chance of
breach of confidentiality. We will generate an ID number for each participant, and no identifiable
information will be collected on participants. Only the investigators who are involved in the data
analysis will have access to the data. Data collected through the interviews will be transferred into
transcripts and stored on password protected laptops. All data will be destroyed within 1 year of study
completion.

WILL ANY OF MY INFORMATION FROM THIS STUDY BE USED FOR ANY COMMERCIAL PROFIT?

Information about you or obtained from you in this research may be used for commercial purposes,
such as making a discovery that could, in the future, be patented or licensed to a company, which
could result in a possible financial benefit to that company, OHSU, and its researchers. There are no
plans to pay you if this happens. You will not have any property rights or ownership or financial
interest in or arising from products or data that may result from your participation in this study.
Further, you will have no responsibility or liability for any use that may be made of your information.

WHAT ARE THE COSTS OF TAKING PART IN THIS STUDY?:

It will not cost you anything to participate in this study.
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WHERE CAN | GET MORE INFORMATION?:

This research is being overseen by an Institutional Review Board (“IRB”). You may talk to the IRB at
(503) 494-7887 or irb@ohsu.edu if:

. Your questions, concerns, or complaints are not being answered by the research team.
o You want to talk to someone besides the research team.

. You have questions about your rights as a research subject.

. You want to get more information or provide input about this research.

You may also submit a report to the OHSU Integrity Hotline online at
https://secure.ethicspoint.com/domain/media/en/gui/18915/index.html or by calling toll-free (877)
733-8313 (anonymous and available 24 hours a day, 7 days a week).

DO | HAVE TO TAKE PART IN THIS STUDY?

You do not have to join this or any research study. If you do join, and later change your mind, you
may quit at any time. If you refuse to join or withdraw early from the study, there will be no penalty
or loss of any benefits to which you are otherwise entitled.

HOW DO I TELL YOU IF | WANT TO TAKE PART IN THIS STUDY?

Reading the information sheet and ticking of the points about the consent will serve as indication of
consent.


https://secure.ethicspoint.com/domain/media/en/gui/18915/index.html
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Appendix F
Quantitative Survey
Palliative Care Quiz for Nurses (PCQN)
Items True False Don’t
Know

1. Palliative care is appropriate only in situations where
there is evidence of a downward trajectory or
deterioration.

2. Morphine is the standard used to compare the
analgesic effect of other opioids.

3. The extent of the disease determines the method of
pain treatment.

4. Adjuvant therapies are important in managing pain.

5. Itis crucial for family members to remain at the
bedside until death occurs.

6. During the last days of life, drowsiness associated
with electrolyte imbalance may decrease the need
for sedation.

7. Drug addiction is a major problem when morphine is
used on a long-term basis for the management of
pain.

8. Individuals who are taking opioids should also follow
a bowel regimen (laxative treatment).

9. The provision of palliative care requires emotional
detachment.

10. During the terminal stages of an illness, drugs that
can cause respiratory depression are appropriate for
the treatment of severe dyspnea.

11. Men generally reconcile their grief more quickly
than women.

12. The philosophy of palliative care is compatible with
that of aggressive treatment.

13. The use of placebos is appropriate in the treatment
of some types of pain.

14. High-dose codeine causes more nausea and
vomiting than morphine.

15. Suffering and physical pain are identical.

16. Pethidine (Demerol) is not an effective analgesic for
the control of chronic pain.

17. The accumulation of losses makes burnout
inevitable for those who work in palliative care.

18. Manifestations of chronic pain are different from
those of acute pain.

19. The loss of a distant and contentious relationship is
easier to resolve than the loss of one that is close or
intimate.

20. Pain threshold is lowered by fatigue or anxiety.
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Modified Global Home Health Nursing Care Assessment Questionnaire

Please read each of the following items and indicate your response by marking the appropriate
selection unless otherwise specified.

Demographics

1. Whatisyourage?

2. Select your gender

___Man

____Woman

3. If you are employed as a home health nurse, community health nurse, field nurse, or
administrator describe your current employment:

____Fulltime

____Parttime

___Oncall

____ Other

4. Which of the following best describes the area you provide care in?

____Rural (places, territories that have less than 50,000 people).

____Urban (cities having 50,000 or more people)

5. Education
5.1 Select your highest level of education:
___ Diploma
____Bachelor

____Postgraduate, specialty

___Other, please specify:

5.2 At which level (s) of education did you receive palliative care education/ courses?
____ Diploma
____Bachelor

____Postgraduate, specialty

___Other, please specify:

5.3 In what country did you obtain the above education?
____Saudi Arabia

____United States

____United Kingdom

____Philippines
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___India

____ Other, please specify:

5.4 Please indicate any of the clinical areas listed below in which you have received continuing
education: (Check all that apply)

____Adult Health

____ Community Health
____Family Health

____ Geriatrics/Gerontology
____Home Health
____Hospice Care
____Oncology
____Palliative Care

___ Pediatrics
____Primary Health Care
____Public Health
____Psychiatric/Mental Health
____Rehabilitation

____ Other, please specify:

5.5 Have you received palliative care education in the past 6 months?

Yes

No

6. Nursing Career Information

6.1 How many years of nursing experience do you have in total?

6.2 How many years of practice in the specialty area of palliative care do you have?

6.3 How many years of nursing experience do you have had in Saudi Arabia?

6.4 Please indicate any of the clinical areas listed below in which you have had working experience:

(Check all that apply)

____Adult Health
____ Community Health
____Family Health

____ Geriatrics/Gerontology
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____Home Health

____ Hospice Care
____Oncology

____Palliative Care

___ Pediatrics

____ Primary Health Care
____Public Health
____Psychiatric/Mental Health
____Rehabilitation

____ Other, please specify:

7. Nursing Care Provided
7.1 Are you currently providing care mostly in Arabic language?
Yes

If yes, how proficient are you in the Arabic language?

No.

If no, do you have consistent access to a translator?

7.2 What age categories do you care for in the community?

Yes No

Newborn (0-1 month)
Pediatrics (1 month- 12 years)
Adolescents (13- 18 years)
Young adults (19- 40 years)
Middle age (41- 65 years)
Older adults (over 65 years)

7.3 Who are the patients you mostly provide care for?
____Man
___Woman
____All of the above
7.4 In your opinion, how accepting is the community of the care you provide? (Circle one)
Not at all Somewhat Usually Very
0 1 2 3

7.5 In your opinion, how would you rate community awareness of palliative care? (Circle one)

Very Low Low Medium High
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0 1 2 3

7.6 How often do you perform the following duties as part of your role? (Circle)

Palliative Care Domains | Never ‘ Sometimes | Frequently | Always |
Structure and Process of Care
7.6.1 Interdisciplinary comprehensive patient and 0 1 2 3

family assessment

7.6.2 Interdisciplinary palliative care plan 0 1 2 3
7.6.3 Continuity of care 0 1 2 3
7.6.4 Patient safety and quality improvement 0 1 2 3
7.6.5 Preventative health education 0 1 2 3
Physical Aspects of Care

7.6.6 | Activities of daily living (e.g., basic hygiene, 0 1 2 3

feeding, bathing, mobilization)
7.6.7 Health screening (e.g., blood pressure 0 1 2 3

monitoring, blood glucose checks,
laboratory draws)

7.6.8 | Medication administration (e.g., oral, 0 1 2 3
subcutaneous, intravenous, chemotherapy)

7.6.9 Symptoms assessment 0 1 2 3
7.6.10 | Symptoms management 0 1 2 3
7.6.11 | Patient education 0 1 2 3
7.6.12 | Family education 0 1 2 3
7.6.13 | Wound care 0 1 2 3
7.6.14 | Physical therapy or physiotherapy 0 1 2 3
Psychological Aspects of Care
7.6.15 | Mental health assessment 0 1 2 3
7.6.16 | Mental health referrals 0 1 2 3
7.6.17 | Emotional support 0 1 2 3
7.6.18 | Grief support for the patient 0 1 2 3
7.6.19 | Grief support for the family 0 1 2 3
7.6.20 | Discuss goals of care with patient 0 1 2 3
7.6.21 | Discuss goals of care with family 0 1 2 3
Social Aspects of Care ‘
7.6.22 | Assess patient and family social support 0 1
7.6.23 | Assess care environment 0 1 2 3
Spiritual and Religious Aspects of Care ‘
7.6.24 | Spiritual assessment 0 1 2 3
7.6.25 | Spiritual support for the patient 0 1 2 3
7.6.26 | Spiritual support for the family
Cultural and Linguistic Aspects of Care
7.6.27 | Assess values, beliefs and traditions related 0 1 2 3
to health, illness, family roles and decision
making
7.6.28 | Provide culturally sensitive care 0 1 2 3
7.6.29 | Communicate with patients/ caregivers in 0 1 2 3

Arabic or use a translator

Care of the Patient Nearing the End-of-life
7.6.30 | Assess the signs and symptoms of patients 0 1 2 3
nearing death
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7.6.31 | Review patient’s advanced directives 0 1 2 3
7.6.32 | Bereavement support 0 1 2 3
7.6.33 | Advanced care planning 0 1 2 3
7.6.34 | Treatment during the dying process 0 1 2 3
7.6.35 | Treatment immediately after death 0 1 2 3
Ethical and Legal Aspects of Care
7.6.36 | Follow patient’s preferences and goals 0 1
7.6.37 | Legal and regulatory requirements for 0 1 2 3
disclosure, decision-making capacity
assessment, confidentiality, and informed
consent is followed by the team

7.7 Please specify any other service(s) not listed above that you perform regularly:

7.8 On a weekly basis, approximately how many home visits do you make in total?
___1-5visits

____5-10visits

___15-20visits

____>20visits

7.9 Do you have support staff available (e.g., home health aides, CNAs, uncertified support staff)?
___No (skip to question 7.11)

___Yes (if yes, please answer questions 7.9.1 and 7.9.2 below).

7.9.1 What level of education and/or certification is required for your support staff?
___ Certified Nursing Assistant

____Home health aide

__ None

____ Other, please specify:

7.9.2 Do you believe you have enough support staff team members to provide quality care?
Not at all Somewhat Mostly Absolutely
0 1 2 3
7.10 What other disciplines do you collaborate with? (Select all that apply)
____Homeopathic / Naturopathic
____Nutritionist / Dietician
____ Occupational Therapy
____Physical Therapy

____Primary Health Care Provider
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____Psychologist / Psychiatrist

____ Religious Support

____Respiratory Therapy

____Social Work

___Specialty Physician, please specify:

____ Specialty Nurse, please specify:

None

____ Other, please specify:

7.11 Do you provide telephone support to your patients?

No

Yes, please explain how:

8. Barriers and Facilitators
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8.1 The following items are possible barriers or facilitators to providing optimal home-based
palliative care to patients. Please answer the following items by circling the response that best
describes your own practice. For example, if you have sufficient access to opioid medication to
manage pain in your patients you would respond to item 8.1.18 by circling the “facilitator” response

option.
Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
Individual
81.1 My language skills Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator | Facilitator
Facilitator
8.1.2 My cultural awareness Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator | Facilitator
Facilitator
8.1.3 | My palliative care knowledge Always | Sometimes Neither Sometimes | Always
Barrier Barrier Barrier nor Facilitator | Facilitator
Facilitator
8.1.4 My previous experience Always Sometimes Ne.ither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.5 My interest in home-based Always Sometimes BNe.ither Sometimes Always
- Barrier Barrier arrier nor Facilitator Facilitator
palliative care Facilitator
Health Care Team
8.1.6 Availability and/or quality of Always Sometimes Neither Sometimes Always
team support Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.7 Availability and/or quality of Always Sometimes Neither Sometimes Always
interdisciplinary Barrier Barrier Barrier nor Facilitator Facilitator
. Facilitator
collaboration
8.1.8 Availability and/or quality of Always Sometimes Neither Sometimes Always
Ieadership support Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
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8.1.9 Quality of communication Always Sometimes Neither Sometimes Always
among interdisciplinary team Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.10 | Availability and/or quality of Always Sometimes Neither Sometimes Always
mentorship Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.11 | Physician access 24/7 Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
Systemic
8.1.12 | Level of compensation Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.13 | Level of nursing Always Sometimes Neither Sometimes Always
representation in Ieadership Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.14 | Availability of end-of-life or Always Sometimes Neither Sometimes Always
hospice services Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.15 | Availability and/or quality of Always Sometimes Neither Sometimes Always
Specialty services Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.16 | Access to opioid medications Always Sometimes Neither Sometimes Always
for pain management Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.17 | Access to necessary Always Sometimes Neither Sometimes Always
medications Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.18 | Access to needed medical Always Sometimes Neither Sometimes Always
supplies Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.19 | Availability of time to provide Always Sometimes Neither Sometimes Always
care Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.20 | Nurse to patient ratio Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.21 | Availability and/or quality of Always Sometimes Neither Sometimes Always
continuous training Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
Community, Patients and Caregivers
8.1.22 | Cultural beliefs Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.23 | Geographic location of Always Sometimes Neither Sometimes Always
patients’ homes Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.24 | Quality of communication Always Sometimes Neither Sometimes Always
between caregiver and Barrier Barrier Barrier nor Facilitator Facilitator
patient Facilitator
8.1.25 | My communication with Always Sometimes Neither Sometimes Always
patients Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.26 | My communication with Always Sometimes Neither Sometimes Always
family Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.27 | Caregivers’ preparedness for Always Sometimes Neither Sometimes Always
caring Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
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8.1.28 | Extent of caregivers’ training Always Sometimes Neither Sometimes Always
Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator
8.1.29 | Availability and/or quality of Always Sometimes Neither Sometimes Always
family/ Caregiver supports Barrier Barrier Barrier nor Facilitator Facilitator
Facilitator

8.2 Please describe any other significant barriers you encounter that are not listed above:

8.2.1 What do you believe are the cause(s) of this barrier?

8.3 Do you think that home-based palliative care is being underutilized in Saudi Arabia?

Yes

No

Why?

9. Strengths, Suggestions, and Training

9.1 Please identify one thing that your place of work is doing well to provide in-home care:

9.2 What suggestions do you have to improve quality of care for your patients?

9.3 What training topics do you feel would be most beneficial for home health courses?

9.4 Which of the following do you identify as barriers to accessing educational opportunities?

Yes No

9.4.1 | Appropriate education not readily available

9.4.2 | Geographic

9.4.3 | Financial cost to me

9.4.4 | Time

9.4.5 | No relief staff to cover workload while at a conference

9.4.6 | Employer resistance

Other, please specify

9.5 How would you like to receive continuing education?
____Online meeting

____Inperson meeting

___Self-learning educational module/offering

____ Other, please specify:
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9.6 Is there anything important you would like to add?

10. We would like to learn more about nurses’ experiences with providing palliative care in Saudi
Arabia. Would you be willing to participate in a 30—45 minute conversational interview to share your
experiences? If yes, please contact almullah@ohsu.edu or (+966) 56 8990308 to schedule the
interview.
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Appendix G
Interview Guide- Nurses

I would like to start by asking you to share your experiences providing home-based palliative care
(PC). You can talk about your experiences chronologically or any other way in which you feel
comfortable. Are there any particular stories that stand out in your mind?

Barriers: Have you experienced any barriers to providing home-based PC? If yes, can you share a
time when that happened?

Possible Probes:

1. Have patients’ cultural beliefs influenced your experience of providing home-based PC? Can
you share your experience?
2. Has burnout been a problem for you? If yes, please share a story or example to help me
understand.
3. Can you share your experiences with team communication, collaboration, and leadership
support?
4. Are there areas in need of improvement in home-based PC in Saudi Arabia?
5. So far | interviewed 9 leaders, one of the things they told me that nurses usually provide basic
care but they don’t have PC training.
e Tell me about a time when you felt unprepared to provide PC
e Tell me about a time when you felt prepared
6. Has language been a barrier for you? Please share a story to help me understand

Facilitators: Have you experienced anything helpful to your ability to provide home-based PC? If
yes, can you share a time when that happened?

Possible Probes:

1. What have your experiences with care quality been like? Can you tell me about a situation or time
when you felt really good about the home-based PC you provided?

2. What are the risks you face when providing care at the patients home? Can you tell me about a
situation when you were at risk?

3. What is your experience with caregivers’ preparedness and willingness to care for patients at
home?

4. Do you recommend home-based PC? Please explain.

5. Why did you choose to work in HHC and are you planning to continue working in HHC
o \What motivates you to stay in HHC? Can you share a story about this

6. Has continuous training help you improve your practice? Can you share an example when
continuous training was helpful for you

Is there anything else about home-based PC in Saudi Arabia that you think is important that we
have not talked about? Please share your thoughts and experiences.
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Appendix H

Interview Guide- Leaders

I would like to start by asking you to share your thoughts/opinions about home-based PC in
Saudi Arabia.

Barriers: What are the barriers to the provision of home-based palliative care in Saudi Arabia?
Possible Probes:

1. Do you think that home-based palliative care is underutilized in Saudi Arabia? Why?

Why do you think end-of-life and hospice services are lacking in Saudi Arabia?

Can you share your thoughts about the national policies for HHC or home-based PC?

What is your thoughts about the health care professionals’ awareness of palliative care?
How do you deal with the diversity of the background education/ training of nurses in Saudi
Arabia?

6. What have been the main issues with HHC staffing?

7. How do you ensure multidisciplinary collaboration among the HHC team members?

arwd

Facilitators: What are the facilitators that could promote home-based PC in Saudi Arabia?
Possible Probes:

1. How do you motivate nurses to be HHC nurses and stay on the job?

How do you encourage Saudi nurses to become HHC providers?

How do you ensure the provision of safe and high-quality patient care?

How do you ensure HHC nurses are sufficiently trained to provide HHC?

What is your role in ensuring caregivers preparedness before referring patients to HHC

Do you think that nurses hold an important role in HHC? Do you support having more nurse
leaders in HHC?

o gkwn

Is there anything else about home-based PC in Saudi Arabia that you think is important that we
have not talked about? Please share your thoughts and experiences.
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Appendix |
Telephone Recruitment and Screening Script
Hello, my name is _ Halah Almulla_ . I’'m calling from Oregon Health & Science University
about a research study. Am | speaking to ?

If “no,” wait for recruit to pick up, arrange to leave a message, or ask for a time to call back.
If “yes”:

I got your phone number from ____the hospital administration_____ . Is this a good time to talk? |
expect this phone call will take about _10 __ minutes.

Arrange to call at another time, if appropriate.

I’m calling about a research study of __home-based palliative care called home health
care nurses and home-based palliative care in Saudi Arabia___. The purpose of this research study is
to learn more about palliative care practice and the areas for future development.

I’m calling to see if you are interested and if you might be eligible to participate. If you agree, | will
ask you some questions to see if you can be in the study

Before we go on to the questions, let me tell you a little bit about your rights as a research subject.

The main risk of answering my questions today is loss of confidentiality. However, we will do our
best to keep your information confidential by _using codes instead of names and password protected
devices to store information. Also, | will destroy any information | receive from this call if you are not
eligible for the study.

You don’t have to answer these questions, and you can choose to stop at any time without penalty. If
you have questions about the study, you can call us at __ (+966) 56 8990308 . If you have questions
about your rights as a research subject or research-related injuries, you can call the OHSU Research
Integrity Office at 503-494-7887.

May | go ahead with the eligibility questions?
If no, thank the individual and end the call.
If yes:

I’'m going to give a list of things that would PROHIBIT you from being in the study. Please do not
indicate if these things apply to you until the end of the list. When I’m finished with the list, feel free
to ask questions or tell me if you do NOT have any of the following.

You are not eligible to participate if you are a student, have less than one year of practice, do not read,
write, or understand English, or are a leader but does not work in HHC.

If any of those things are true for you, you cannot participate in the study. Does it look like you might
still be eligible?

If yes: Document eligibility response and make appointment, if appropriate.

If no: Thank you for your time.



