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Preface

Global Perspectives on Palliative Care is a compilation of research reports, integrative
literature reviews, case studies, and expert perspectives exploring palliative care
through a global scope of practice. The book goes beyond the conventional frame-
works and paradigms to offer strategies for improving equitable access to palliative
care services across age and disease, focusing on often overlooked conditions, and it
includes a humanitarian perspective. Each chapter concludes with recommendations
for culturally competent practices. This book is designed for practitioners, educators,
students, and researchers working in palliative, hospice, and end-of-life care. It is
intended to guide practitioners in social work, nursing, medicine, pastoral care, and
other health-related disciplines to understand the importance of cultural awareness,
skills, and knowledge. All chapters are written by global researchers and edited by a
leading expert in the field. Readers will gain a deep understanding from this vast array
of work and innovation in serious illness care. The academic editor is thankful to all
authors who have contributed their original work in this book.

Karen Bullock, PhD, LICSW, FGSA, APHSW-C
Boston College,

School of Social Work and Global Public Health,
Chestnut Hill, Massachusetts, USA
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Chapter1

Perspective Chapter: Global
Perspectives on Disability
and Palliative Care

Jessica Curd

Abstract

This chapter explores the intersection of disability and palliative care from a global
perspective, emphasizing the critical need to elevate the voices of dying persons,
caregivers, and care organizations worldwide. It delves into the unique needs of dying
individuals and caregivers with disabilities, a topic often overlooked in existing litera-
ture. Focusing particularly on people with intellectual and developmental disabilities
(IDD), the chapter examines how marginalization is compounded by additional
layers of race, culture, and socioeconomic status. In many Western cultures that
are death-avoidant, these individuals face further marginalization. Drawing on Dr.
Kimberlé Crenshaw’s intersectionality framework and a critical disability justice lens,
this chapter highlights the compounded injustices inflicted on marginalized persons,
cultures, and communities. It advocates for a more inclusive and equitable approach
to palliative care, calling for global contributions, collaboration, and change to ensure
inclusive practices are implemented worldwide.

Keywords: disability, global, palliative care, hospice, intersectionality, equity

1. Introduction

The intersection of disability and palliative care is a critical area of study that has
been largely overlooked in existing literature. This chapter aims to first share foun-
dational definitions and concepts of palliative care and disability, building on these
by exploring the unique needs of dying people with disabilities and their caregivers.
Elevating voices of vulnerable people, such as people who are dying and people with
disability, is essential for creating inclusive and equitable palliative care practices [1].

Disability, particularly intellectual and developmental disabilities (IDD), presents
unique challenges in the context of palliative care. Individuals with IDD often face
compounded marginalization due to stigma and misunderstanding about disability
and also IDD, with some having additional layers of discrimination and exclusion
due to race, culture, and socioeconomic status [2]. In many Western, death avoidant
cultures, these individuals experience further marginalization, making it imperative
to access and elevate their voices and meet their needs in palliative care settings [3].

Drawing on Dr. Kimberlé Crenshaw’s intersectionality framework, this chapter
highlights the compounded injustices inflicted on marginalized persons, cultures, and

3 IntechOpen



Global Perspectives on Palliative Care

communities [4]. Intersectionality provides a lens through which we can understand
how various forms of discrimination intersect and overlap to create new constella-
tions of identity and marginalization which can exacerbate the challenges faced by
individuals with disabilities at the end of life [5]. By adopting a critical disability
justice lens, we can advocate for a more inclusive and equitable approach to palliative
care that recognizes, centers, and addresses these compounded injustices [6].

The objectives of this chapter are to examine the intersection of disability and pal-
liative care, identify the unique needs of dying people with disabilities, and propose
strategies for creating inclusive and equitable palliative care practices. By focusing
on global contributions and collaboration, this chapter aims to ensure that inclusive
practices are informed by global perspectives and highlighting the need for global
level learning and change. Recognizing the increased globalization, particularly since
the advent of the worldwide web and social media platforms, it takes diverse perspec-
tives and unity to achieve inclusion and quality of life for dying individuals with
disabilities and their caregivers [7].

In summary, this chapter aims to explore and give voice to the experiences of
dying individuals with disabilities and advocate for a more inclusive and equitable
approach to palliative care. By improving our understanding of their unique needs
and promoting global change, we can create a more just and inclusive palliative care
system that provides quality and specialized care [8].

2. Disability and palliative care
2.1 Definition and scope of disability

Disability encompasses various physical, mental, and sensory challenges or condi-
tions. According to the World Health Organization (WHO), disability is defined as an
umbrella term for many different types of conditions that impact functioning in some
way [9]. Disabilities can be congenital or acquired and may affect individuals’ ability
to perform daily activities and participate fully in society [10].

The scope of disability is broad, including conditions such as intellectual and
developmental disabilities (IDD), physical disabilities, mental health conditions, and
sensory related disabilities. Intellectual and developmental disabilities are character-
ized by significant limitations in intellectual functioning and adaptive behavior,
which affect conceptual, social, and practical skills as well as social skills and commu-
nication [11]. Physical disabilities involve impairments in bodily functions or struc-
tures, while sensory disabilities affect vision, hearing, or other sensory functions [10].
Mental health-related disabilities impact mood, cognition, behavior, and potentially
the level of social and emotional functioning as well [12].

2.2 Definition and overview of palliative care

Palliative care is a specialized medical approach aimed at improving the quality of
life and comfort for individuals with chronic or serious illnesses. It focuses on provid-
ing relief from symptoms, pain, and stress, regardless of the diagnosis or stage of the
disease [13]. The primary goal of palliative care is to enhance the well-being of both
patients and their families by addressing physical, emotional, spiritual, and social
needs [14]. End of life care not only focuses on preparing dying people and their
families for death but in making meaning of these experiences and living as fully as
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possible until dying, with this care being important to end of life goals and wishes and
equitable access being deeply important [15].

End of life care provided broadly and professionally is palliative care [16].
Palliative care is delivered by an interprofessional team of clinicians, including
doctors, nurses, social workers, chaplains, and health aides [17]. This team works
collaboratively to create personalized care plans that align with the patient’s values,
preferences, and needs [18]. Palliative care can be provided alongside curative treat-
ments as well as radiation or other invasive procedures that may be used to ease pain
and is appropriate for patients at any stage of a serious illness [13]. Palliative care is a
larger umbrella for palliation of pain and symptoms, with hospice care being more a
final stage of palliative care and also being interdisciplinary in approach [19].

2.3 Intersection of disability and palliative care

The intersection of disability and palliative care presents unique challenges and
opportunities for improving the quality end of life for individuals with disabilities.
People with disabilities, particularly those with intellectual and developmental
disabilities, often face significant barriers to accessing palliative care services [11].
These barriers include a lack of awareness of IDD or how to market and educate to
this population among healthcare providers and organizations, inadequate training in
disability-specific needs, potential social or communication barriers for people with
disabilities, and systemic healthcare inequalities [11]. They also include the general
exclusion of people with IDD or their families in informing palliative care research
or training [11, 19]. Moreover, people with IDD often experience social and physical
isolation, even with community efforts in place to better promote inclusion, with
older adults and people with disabilities already being at risk for social exclusion [20].

Addressing the intersection of disability and palliative care, therefore, requires a
comprehensive approach that considers the unique needs of individuals with disabili-
ties and takes an intentional approach to bridge gaps to care. This means developing
new and improved ways of communicating with people with IDD and doing our best
to understand and incorporate their perspectives [21]. It also means reducing social,
political, cultural, and other barriers to access and communication [22]. This includes
ensuring equitable access to palliative care services, providing disability-specific
training for healthcare providers, and highlighting need for specialization in this
area of treatment and practice [15]. By adopting an inclusive and person-centered
approach, with improved strategies to minimize sensory barriers and overwhelm, and
improve the likelihood of effective communication, palliative care can better meet the
needs of individuals with disabilities and their families [11].

In conclusion, understanding the definition and scope of disability, the principles
of palliative care, and the intersection of these two fields is essential for creating
inclusive and equitable healthcare practices. By addressing the unique needs of
individuals with disabilities and promoting global collaboration, we can improve the
quality of life for all individuals across many diverse backgrounds [8].

2.4 Unique needs of dying individuals with disabilities

People with disabilities face unique challenges at the end of life, which require
tailored approaches to care. People with intellectual and developmental disabilities
(IDD) may struggle to understand aspects of their terminal condition, express their
needs, and participate in decision-making processes. They may have a guardian
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or other decision maker who may also not reside with them. All of this can lead to
significant barriers in receiving appropriate care and support [11]. Caregivers and
healthcare providers must be trained to recognize and address the specific needs of
individuals with IDD and also build relationships with caregivers, if one is present,

to ensure their comfort and dignity during palliative care [1]. An additional barrier is
that many people with IDD experience social isolation and may pass away in a group
home or nursing home that specializes in serving people with IDD, which may not

be located in the same community as their family, or their family may have separated
themselves from their relative with a disability [23]. This means that sometimes group
home staff or nursing facility staff may become like family or at least primary care-
givers to some with IDD, making it important to build relationships and gain perspec-
tives from these staff members as well.

People with physical disabilities face barriers that affect their mobility and
physical functioning and ability to live independently. At the end of life, they may
experience increased pain, discomfort, and challenges in accessing appropriate care.
Ensuring that palliative care settings are accessible and equipped to meet their needs
is crucial for providing equitable care [10]. This includes addressing mobility barriers,
providing assistive devices, and individualizing care plans to accommodate physical
limitations [8].

Sensory disabilities, such as vision and hearing impairments, can significantly
impact an individual’s end-of-life experience. There may be other types of sensory
challenges outside of these conditions and these may be experienced by individuals
with IDD. Sensory challenges or difficulty with touch present unique opportunities
to provide a soothing environment and train on communication strategies to best
understand touch options, with people with autism often preferring deep pressure
touch, though each person is unique [24].

Communication barriers are a primary concern for people with sensory disabilities
and with IDD as well, as both groups may have communication differences and may
struggle to convey their needs and preferences, particularly when having increase
in pain and physical symptoms [25]. Healthcare providers must be trained on and
implement alternative communication methods, such as sign language, braille, and
assistive listening devices, to ensure that individuals with sensory disabilities receive
appropriate and compassionate care [11]. Creating a sensory-friendly environment
can enhance their comfort and well-being during palliative care [2].

Effective communication is essential for providing high-quality palliative care
to individuals with disabilities. Communication challenges can arise from cognitive
impairments, speech difficulties, and sensory disabilities [1]. Healthcare providers
must be skilled in using alternative communication methods, such as picture boards,
communication devices, and simplified language, to facilitate meaningful interac-
tions with patients [5]. Ensuring that individuals with disabilities can express their
needs, preferences, and concerns is vital for delivering person-centered care [25].

Social differences and social isolation are additional significant challenges faced
by individuals with disabilities, which can be exacerbated at the end of life. Social
isolation can lead to feelings of loneliness, depression, and anxiety, negatively impact-
ing the individual’s quality of life [7]. Promoting inclusion and social support is
essential for enhancing the well-being of dying individuals with disabilities. This can
be achieved through community engagement, peer support programs, and involv-
ing family members and caregivers in the care process [8]. Creating an inclusive and
supportive environment helps ensure that individuals with disabilities feel valued and
connected during their final days [2].
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Additionally, the medical model often focuses on deficits and challenges of people
with disabilities. While it is important to know barriers to better inform change, it
is crucial to highlight a strengths perspective that embraces the strengths and indi-
viduality of each person with a disability [22]. Elevating the voices of people with
IDD wherever possible helps to better see and understand their unique strengths. For
example, a nonspeaking individual may be assumed to have an intellectual disability,
but evidence shows they may have strong thinking and reasoning skills and can com-
municate via keyboard [26]. Not making assumptions and getting to know the unique
individual they are serving, and the best ways to approach and communicate, makes a
huge difference in building trust and providing quality care [27].

Addressing the unique needs of dying individuals with disabilities requires a
comprehensive and compassionate approach. By recognizing and addressing the
specific challenges faced by individuals with IDD, physical disabilities, and sensory
disabilities, healthcare providers can deliver equitable and person-centered pallia-
tive care. Effective communication and promoting inclusion are key components of
providing high-quality end-of-life care for individuals with disabilities [11]. Through
these efforts, we can improve the quality of life for all individuals, regardless of their
abilities or backgrounds [8].

2.5 Marginalization and intersectionality

Marginalization and intersectionality are critical concepts in understanding
the unique challenges faced by individuals with disabilities, particularly at the end
of life. Marginalization occurs when individuals or groups are pushed to the edges
of society, limiting their access to resources, opportunities, and rights [28]. This
is often compounded by factors such as race, culture, and socioeconomic status,
which intersect to create complex layers of disadvantage [5]. For example, individu-
als from minority ethnic backgrounds or lower socioeconomic statuses may face
additional barriers to accessing palliative care, resulting in poorer health outcomes
and reduced quality of life [8]. Additionally, they are less likely to be able to afford
caregivers, meaning that they have higher likelihood of needing to go to a nursing
facility even if their wish was to pass away in the comfort of their home surrounded
by loved ones [29].

The concept of intersectionality, introduced by Kimberlé Crenshaw in 1989,
provides a framework for understanding how multiple forms of discrimination and
oppression overlap and intersect [4]. Intersectionality highlights that individuals do
not experience discrimination in isolation; rather, their experiences are shaped by the
interplay of various social identities, such as race, gender, disability, and socioeco-
nomic status [4]. This framework is particularly relevant in palliative care, where the
compounded effects of multiple marginalizations can significantly impact the care
and support individuals receive and that we must also pay attention to how multiple
aspects of marginalization may uniquely impact someone [5].

Applying a critical disability justice lens further deepens our understanding
of these issues. Critical disability studies challenge traditional views of disability,
emphasizing the social and political dimensions of disability rather than merely
focusing on medical or individual impairments [30]. This perspective calls for a
shift from viewing disability as a deficit to recognizing it as a dimension of human
diversity that intersects with other social identities [31]. By adopting this lens, we can
better address the systemic inequities and power imbalances that contribute to the
marginalization of individuals with disabilities [32].
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In the context of palliative care, these frameworks underscore the importance of
addressing the unique needs of individuals with disabilities through inclusive and
equitable practices. For instance, healthcare providers must be aware of the cultural
and socioeconomic factors that influence access to care and work to eliminate bar-
riers that prevent marginalized groups from receiving appropriate support [1]. This
includes providing culturally competent care, ensuring accessibility, and advocating
for policies that promote health equity [7].

Moreover, intersectionality and critical disability justice highlight the need for
collaborative efforts to address these challenges. By engaging with diverse communi-
ties and incorporating their perspectives into palliative care practices, we can create
more inclusive and responsive care systems [5]. This approach not only improves
the quality of care for individuals with disabilities but also fosters a more just and
equitable society [8].

Understanding marginalization and intersectionality is essential for addressing
the unique challenges faced by individuals with disabilities in palliative care. By
applying the intersectionality framework and a critical disability justice lens, we can
better recognize and address the compounded injustices experienced by marginalized
individuals. This approach calls for inclusive and equitable practices that consider the
diverse needs of individuals with disabilities, ultimately improving their quality of
life and ensuring that they receive the care and support they deserve [5].

3. Disparities in palliative care

Disparities in palliative care significantly affect various racial and cultural groups.
Individuals from minority ethnic backgrounds often face systemic barriers that limit
their access to quality healthcare. These barriers include socioeconomic factors,
geographic location, and a lack of culturally competent care providers [5]. Cultural
beliefs and practices also play a crucial role in how different communities perceive
and engage with palliative care services. For instance, some cultures may prioritize
family involvement in care decisions, while others may have specific rituals and
practices related to end-of-life care [8]. Understanding and respecting these cultural
differences is essential for providing effective and compassionate palliative care.

Black/African American individuals, in particular, have historically faced and
continue to face numerous barriers to accessing quality palliative care. These bar-
riers are often compounded by systemic racism and socioeconomic disadvantages.
Historically, Black Americans have been subjected to discriminatory practices
that have excluded them from receiving adequate healthcare, and these injustices
have left a lasting impact on their health outcomes [33]. For example, the harm
and trauma of the Tuskegee Syphilis Study contributed greatly to a mistrust of the
healthcare system among Black communities, which can deter individuals from
seeking palliative care [34].

Access to care is a fundamental aspect of palliative care, yet Black individuals often
encounter systemic obstacles that limit their access. These barriers include socioeco-
nomic factors, geographic location, and a lack of culturally competent care providers
[34]. Studies have shown that Black patients are less likely to receive hospice care
and more likely to undergo aggressive treatments at the end of life compared to their
White counterparts [35]. This disparity in care quality can be attributed to a lack of
trust in the healthcare system, stemming from historical abuses and ongoing experi-
ences of discrimination and bias in medical settings [34]. These factors contribute to
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areluctance among Black individuals to engage with palliative care services, resulting
in poorer health outcomes and increased suffering [36].

Quality of care is another critical area where disparities are evident. Black
patients often receive lower quality care compared to their White counterparts,
which can result in inadequate pain management, lack of emotional support,
and insufficient communication about care options [35]. These disparities in care
quality can exacerbate the suffering of Black patients and their families during the
end-of-life process [36].

Cultural competence and humility in healthcare is essential for addressing these
disparities. Cultural competence and cultural humility involve understanding and
respecting cultural differences and needs of patients and an open curiosity of learn-
ing from patients of diverse backgrounds, which is crucial for providing effective
palliative care [5]. However, many healthcare providers lack the training and aware-
ness needed to deliver culturally competent care, leading to misunderstandings and
inadequate support for Black patients [8]. For example, Black families may prioritize
life-prolonging interventions due to cultural and religious beliefs, yet healthcare
providers may not fully understand or respect these preferences, resulting in conflicts
and suboptimal care [36].

The intersection of race, culture, and socioeconomic status further compounds
these disparities. Black individuals are more likely to live in poverty and have limited
access to healthcare resources, which exacerbates their challenges in receiving pallia-
tive care [37]. Additionally, systemic racism and implicit biases within the healthcare
system continue to affect the quality of care that Black patients receive, often in more
covert ways than in the past [34]. These ongoing injustices highlight the need for
comprehensive efforts to address the root causes of disparities in palliative care and to
promote equity and inclusion in healthcare [33].

Disability and older adulthood add additional layers of marginalization. Evidence
shows that people with IDD and seniors have higher rates of trauma, abuse, bullying,
social exclusion, and untreated pain due to communication challenges or stigma [38].

4. Global perspectives

Understanding global perspectives on disability and palliative care is crucial
for developing inclusive and equitable practices that address the diverse needs of
individuals worldwide [5]. Different regions and cultures have unique approaches
to palliative care, influenced by their healthcare systems, cultural beliefs, and socio-
economic conditions. By examining case studies from various regions, though these
examples do not show the rich cultural diversity worldwide nor the deep diversity
within diverse populations, we can gain insights into the challenges and successes of
different palliative care practices and identify opportunities for global collaboration
and improvement [5].

4.1 Case example 1: Palliative care for individuals with disabilities in India

In India, palliative care services are still developing, and access to care is limited,
particularly for individuals with disabilities. A case study of a young woman with
cerebral palsy highlights the challenges faced by individuals with disabilities in
accessing palliative care. Despite her significant physical limitations, she lived in
arural area with limited healthcare infrastructure. Her family struggled to find
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appropriate care and support, and cultural stigmas surrounding disability further
compounded their difficulties [39]. Through the efforts of a local non-governmental
organization (NGO), the family received home-based palliative care, which
included pain management, physical therapy, and emotional support. This case
highlights the importance of community-based initiatives and the need for cultur-
ally sensitive care that addresses the unique needs of individuals with disabilities in
low-resource settings [39].

4.2 Case example 2: Palliative care for individuals with disabilities in Sweden

Sweden has a comprehensive healthcare system and strong social support net-
works [40]. A case study of an elderly man with intellectual and developmental
disabilities (IDD) receiving palliative care in Sweden illustrates the benefits of an
inclusive and well-resourced healthcare system. The man lived in a group home with
access to specialized healthcare providers trained in both palliative care and disability
support. His care plan was developed collaboratively with input from his family, care-
givers, and healthcare team, ensuring that his physical, emotional, and social needs
were met [40]. This case highlights the importance of interdisciplinary collaboration
and the positive impact of a supportive healthcare infrastructure on the quality of
palliative care for individuals with disabilities [40].

4.3 Comparative analysis of palliative care practices

Comparing palliative care practices across different regions reveals significant
disparities in access, quality, and cultural competence. In high-income countries like
Sweden, individuals with disabilities often benefit from well-established healthcare
systems and comprehensive support services. In contrast, low- and middle-income
countries like India face challenges related to limited resources, inadequate healthcare
infrastructure, and cultural stigmas [39, 40]. These disparities highlight the need
for global efforts to better understand and improve palliative care access and quality,
particularly for marginalized populations [5].

4.4 Global contributions and collaborations

Global contributions and collaborations are essential for addressing the disparities
in palliative care for individuals with disabilities [41]. International organizations,
such as the World Health Organization (WHO), play a crucial role in promoting best
practices, providing technical assistance, and supporting capacity-building initiatives
in low-resource settings [41]. Collaborative efforts between countries can facilitate
the exchange of knowledge, resources, and expertise, leading to improved palliative
care practices worldwide [8]. For example, partnerships between NGOs in India
and healthcare institutions in high-income countries have led to the development of
innovative community-based palliative care models that address the unique needs of
individuals with disabilities [39].

4.5 Questions for reflection

1.How do cultural beliefs and practices influence the provision of palliative care
for individuals with disabilities in different regions?
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2. What are the key challenges faced by individuals with disabilities in accessing
palliative care in low- and middle-income countries?

3.How can interdisciplinary collaboration improve the quality of palliative care for
individuals with disabilities?

4. What role do international organizations and global collaborations play in
addressing disparities in palliative care?

5.How can healthcare providers ensure that palliative care practices are culturally
sensitive and inclusive? How do we learn to practice cultural humility?

By considering these questions, we reflect on the complexities of providing pallia-
tive care for individuals with disabilities and the importance of a global perspective in
addressing these challenges.

4.6 Advocacy and policy recommendations

Advocacy and policy recommendations are essential for creating inclusive pal-
liative care practices that address the diverse needs of individuals with disabilities.
Strategies for inclusive palliative care involve ensuring equitable access to services,
enhancing the quality of care, and fostering cultural competence among healthcare
providers. One effective strategy is to implement community-based palliative care
models that provide care in patients’ homes and communities, making services more
accessible to individuals with disabilities [39]. Additionally, training healthcare pro-
viders in disability-specific needs and cultural competence can improve the quality of
care and ensure that patients receive respectful and appropriate support [5].

Policy changes at both the national and global levels are crucial for advanc-
ing inclusive palliative care. In the United States, the Palliative Care and Hospice
Education and Training Act (PCHETA) aims to expand the palliative care workforce,
increase research funding, and raise public awareness about palliative care [42]. This
legislation is essential for addressing workforce shortages and improving the qual-
ity of palliative care services. At the state level, policymakers can support initiatives
such as loan forgiveness programs for palliative care specialists and grants for remote
consultations in rural areas, which can help address disparities in access to care [42].

Globally, international organizations like the World Health Organization (WHO)
and the Worldwide Hospice Palliative Care Alliance (WHPCA) play a vital role in
promoting best practices and supporting capacity-building initiatives in low-resource
settings [41]. Collaborative efforts between countries can facilitate the exchange of
knowledge, resources, and expertise, leading to improved palliative care practices
worldwide [8]. For example, partnerships between non-governmental organizations
(NGOs) in low- and middle-income countries and healthcare institutions in high-
income countries have led to the development of innovative community-based pallia-
tive care models that address the unique needs of individuals with disabilities [39].

Social workers and caregivers play a critical role in providing palliative care for
individuals with disabilities and from various marginalized backgrounds. Social
workers address the social, emotional, and psychological needs of patients and
their families, helping them navigate the complexities of end-of-life care [43]. They
provide counseling, facilitate advance care planning, and advocate for patients’ rights
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and preferences [43]. Social workers provide care in areas of end of life care and
disability, to name a few [43]. Caregivers, including family members and professional
caregivers, offer essential support in managing daily activities, providing emotional
comfort, and ensuring that patients’ needs are met [44]. By working collaboratively
with healthcare providers, social workers and caregivers can enhance the quality of
palliative care and ensure that individuals with disabilities receive culturally sensitive,
inclusive, comprehensive and compassionate support [45].

5. Conclusion

In summary, this chapter explores the intersection of disability and palliative care
from a global perspective, highlighting the unique needs of dying individuals with
disabilities and the compounded injustices they face. By examining the concepts of
marginalization and intersectionality, we underscore the importance of addressing
the diverse needs of individuals with disabilities through inclusive and equitable
palliative care practices [5]. The case studies from different regions have illustrates the
challenges and successes of various palliative care practices, emphasizing the need for
global collaboration and knowledge exchange [39, 40].

A call to action for global collaboration and change is essential for improving pal-
liative care for individuals with disabilities. International organizations, governments,
and healthcare providers must work together to promote best practices, support
capacity-building initiatives, and advocate for policy changes that enhance access to
quality palliative care [41]. By fostering interdisciplinary collaboration and engaging
with diverse communities, we can create more inclusive and responsive care systems
that address the unique needs of individuals with disabilities [8].

Future directions for research and practice in palliative care should focus on
addressing the gaps in knowledge and improving the quality of care for individuals
with disabilities. This includes conducting rigorous clinical trials to build the evidence
base for palliative care interventions, exploring innovative care models, and develop-
ing culturally competent care practices [46]. Additionally, research should examine
the impact of social determinants of health on palliative care outcomes and identify
strategies to address these factors [47]. By advancing research and practice in these
areas, and grounding our work in the voices of people with disabilities, we strive for
social justice, inclusion, and the compassionate and comprehensive care persons with
disabilities deserve at end of life [48].

Resources

Palliative Care and Intellectual Disabilities | Intellectual Disability and Health:
This resource provides comprehensive information on palliative care for individuals
with intellectual disabilities, including pain management, communication, and end-
of-life decision-making.

Supporting Families of People With IDD: A National Community of Practice: This
resource offers tools and guidance for developing and improving support systems for
families of individuals with IDD, including policy recommendations and practical
strategies.

Intellectual and Developmental Disabilities (IDDs) Resources | NICHD - Eunice
Kennedy Shriver National Institute of Child Health and Human Development: This
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page provides links to various organizations and resources that offer information and
support for individuals with IDD and their families, including end-of-life care.
Bereavement—A guide for autistic adults: The National Autistic Society offers
a guide to help autistic adults cope with bereavement, including practical tips and
support strategies.
Grief and Loss Resources | Autism Alliance: Autism Alliance provides grief and
loss resources and community supports for loved ones with autism, including a list of
certified Autism Welcoming™ funeral homes.

Thank you
Sincere thank you to all I have learned from mentors and colleagues but, most

importantly, from people with intellectual and developmental disability including my
Aunt Karen and my son Tommy. I am better for your contributions and your love.
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Perspective Chapter: The Healing
Bond - Using Interdisciplinary
Teams to Increase Emotional
Intelligence and Improve Serious
[llness Care

Tervance Ruth

Abstract

Serious illness care as a field of practice could benefit from teaching and learning
about emotional intelligence as a means for advancing the healing bond and other
holistic intervention. Holistic therapies empower the patient and family to actively
engage in their own care with in ways that help them to feel seen and hear in the
caring process. Arguably, the evolving landscape of hospice and palliative care neces-
sitates a balanced amalgamation of technical proficiency and emotional intelligence
(EI). Emotional intelligence, defined as the ability to identify, comprehend, and
manage one’s own emotions and those of others, is pivotal in the healthcare context. It
enhances patient-provider relationships, leading to improved care quality and patient
satisfaction. This chapter will examine the role of EI in serious illness care, particu-
larly how an interdisciplinary can enhance EI awareness through social work leader-
ship, thereby improving patient outcomes. The focus areas include understanding
patient needs, reducing patient anxiety, and advocating for patients. Three research
questions are explored in order to shed light on the role of EI in serious illness care,
emphasizing the importance of collaboration between healthcare professionals and
social workers in fostering emotional intelligence and, ultimately, improving patient
outcomes. Lastly, the chapter concludes with finding and recommendations for
culturally competent practices for an interdisciplinary field of practitioners in serious
illness care.

Keywords: emotional intelligence, communication, patient advocacy, cultural
awareness, cultural competency
1. Introduction

In order to meet the needs and care demand of a culturally diverse patient popula-
tion, interdisciplinary health care teams may benefit from incorporating emotional
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intelligence (EI) as a crucial skill that enables them to comprehend and effectively
manage their own emotions as well as those of their patients when caring for seriously
ill patients who also may be at end of life [1]. Research that examines the association
between EI in healthcare settings and explores how collaborations among the inter-
professional team can be strengthened warrants attention through a lens of innovative
operationalization and practice frameworks. Emotional intelligence is suggested as a
tool that can be used in the formation of professional-patient relationship, resulting in
better care quality and patient satisfaction. By developing EI skills, healthcare profes-
sionals may increase their understanding of culturally-bounded patient needs, reduce
patient anxiety, and facilitate essential advocacy on behalf of the patient and family
[1, 2]. Thus, the research study discussed in this chapter aims to shed light on the role
of El in healthcare, emphasizing the importance of collaboration between serious
illness care professionals with a particular emphasizes on the role of social workers
leading with emotional intelligence and, ultimately, improving patient outcomes.

2. Background

The evolving landscape of healthcare necessitates a balanced amalgamation of
technical proficiency and emotional intelligence (EI). Emotional intelligence, defined
as the ability to identify, comprehend, and manage one’s own emotions and those of
others, is pivotal in the healthcare context. It enhances patient-provider relationships,
leading to improved care quality and patient satisfaction. This chapter discusses the
role of EI in healthcare, particularly how social workers can enhance EI awareness
among healthcare professionals, thereby improving patient outcomes. The research
spans a decade of evidence-based practices that support the translation of the work to
serious illness care that center social work practitioners [3, 4]. Moreover, the empha-
sis is on basic skills of understanding patient needs, reducing patient anxiety, and
advocating for patients. It fills a gap in the literature by focusing on the micro, mezzo
and macro levels of interventions that may improve the quality of care that patients
and families receive.

2.1 Understanding patient needs

Understanding patient needs is fundamental to providing patient-centered care.
Healthcare professionals with high EI can better perceive and address the emotional
and psychological needs of patients, leading to more effective and compassionate
care. Research links levels of empathy and Patient Care. A study published in in the
field of Psychology explores how empathy, a core component of EI, influences patient
care [5]. The findings suggest that nurses with higher levels of empathy, facilitated by
their emotional intelligence, are better equipped to understand and respond to patient
needs, leading to higher patient satisfaction and improved health outcomes [5].

Additionally, research offers a potential understanding about health outcomes
and emotional intelligence in nursing. In a different study focused emotional intel-
ligence, self-efficacy and empathy as predictors of overall self-esteem in nursing
experiences, it was revealed that nurses with higher EI are more confident in their
abilities to meet patient needs and provide high-quality care [5]. The EI of clinicians
impacts patient relationships and health outcomes for the patient and family. Among
health care managers, a stronger EI could increase the likelihood that the clinician
will be able to build strong relationships with their patients. Such strong relationships
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are characterized by better communication, greater trust, and a deeper understand-
ing of patient needs, ultimately enhancing patient satisfaction and care quality [6].
Furthermore, it was argued that a part of enhancing satisfaction in serious illness care
is the capacity to reduce patient anxiety. EI may have a role to play in doing so when
anxiety is not left out of the treatment team equation and consider to be a common
emotion experienced by patients in healthcare settings. Evidence shows that health-
care professionals with higher EI are able to recognize and alleviate patient anxiety
than those with lower EI, creating a more comforting and supportive environment [6]
when then may be addressed earlier in the disease course and treatment plan.

2.2 Reducing patient anxiety

In primary care we have long known that empath has a role in reducing anxiety
and to integrate such knowledge and application in serious illness care can be helpful
in the family meeting, education and counseling session. With EI, healthcare provid-
ers who demonstrate empathy may be able to significantly reduce patient anxiety
among patients. By acknowledging and addressing patients’ fears and concerns,
emotionally intelligent providers create a more reassuring and less stressful health-
care experience [7]. Scholars have identified such the need for healthcare professional
to draw upon their EI to developing communication plans and intervention with
patient that are also experiencing anxiety. A study with a global focus highlights
how effective communication, a key aspect of El, can reduce patient anxiety, stress,
cognitive load and performance. In a randomized controlled trial, dyad learning
that investigated relationship between these factors concluded that such interven-
tions are effective. Moreover, educating and training healthcare professionals in EI
improves their ability to communicate clearly and empathetically, thereby reducing
patient stress and improving overall satisfaction [8]. The goal of patient-centered
care should be to emphasis the importance of and incorporate emotional support
[9] and in serious illness care such as hospice, palliative and end-of-life care it is all
the more important [10]. Engaging in the clinical work that that explores mid-level,
community interventions, and macro level policies may be essential to bring about
long-term change. Noteworthy is the fact that the importance of emotional support in
healthcare has not always been effectively incorporated into the training of healthcare
teams. Yet, this research suggests that healthcare professionals who provide emotional
support, facilitated by their EI, can help mitigate patient anxiety and promote a more
positive healthcare experience as has previous research [11].

2.3 Advocating for patients

Advocacy is another important aspect of serious illness care, ensuring that
patients’ needs and preferences are respected and met. Healthcare professionals
with high EI are better advocates, as they can understand and articulate patients’
concerns and preferences more effectively. Advocacy and Emotional Intelligence are
interconnected. According to a study in Nursing Ethics, clinicians with high EI are
more effective advocates for their patients [2, 12, 13]. They can navigate complex
emotional and ethical situations, ensuring that patients’ voices are heard and their
rights are protected [12]. The focus on patient-centered care and advocacy narrows
the concentration on professional-client relationship. Research published in the
Journal of Advanced Nursing emphasizes the role of EI in patient-centered care
[14]. Healthcare professionals with high EI are more attuned to their patients’ needs
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and preferences, enabling them to advocate more effectively for their patients and
improve care outcomes [14].

Social Workers, in particular, are likely to be in the position of advocating for
patients and families faced with serious illness care. Such advocacy can influence
the type of relationship that the clinician develops the patient and the specific
outcomes. Evidence-based practices are essential. In research focused on innova-
tions in efficient, effective and quality oriented practices and procedures with social
workers, it was argued that creative strategies that streamlined, well-organized and
efficeint practices that are quality driven and multi-dimensional are needed [15]. It
is believed that clinicians trained in EI will be ideally suited as interprofessional team
members in serious illness care to enhance patient care and champion this innovation,
especially with culturally diverse populations [16]. As members of interdisciplinary
teams, social workers and other serious illness care providers can ensure that patients
receive comprehensive and compassionate care that respects their individual needs
and preferences [15]. This will likely require going beyond the standard of cultural
humility to extend the awareness, skills and transferrable knowledge needed to
develop patient-centered, culturally concordant care plans [17] that is guided by inno-
vative tools that are designed to close gaps in patients’ access to care [18]. The integra-
tion of emotional intelligence into hospice, palliative and end-of-life care practices
may advance the field towards addressing barriers that have long existed in the field
and perpetuated disparities in care outcomes to create greater representation [19] and
culturally competent practitioners [17] which are crucial for enhancing patient care
and outcomes. Social workers play a vital role in fostering EI awareness among health-
care professionals [1]. By improving EI skills, clinicians can better understand patient
needs, reduce patient anxiety, and advocate effectively for their patients. Centering EI
is a collaborative approach that not only improves the quality of care but also ensures
a more compassionate and patient-centered healthcare environment [20].

2.4 The facts

The integration of Emotional Intelligence (EI) in healthcare practice has gained
significant attention due to its profound impact on patient outcomes and healthcare
provider well-being [21]. For decades, there is evidence that suggests emotional intel-
ligence is associated with a range of positive outcomes, the ability to provide compas-
sionate and competent care for patients and families, as well as to provide essential
leadership [22] the ability to lead and influence others, and the ability to manage
stress, all of which are important in pharmacy education. This analysis examines the
assumptions and proposed strategies for social workers and health professionals. By
delving into the assumptions, the role of social workers is emphasized because of
their education and training which centers social justice approaches to care [20, 23],
and the suggested strategies that elucidate the potential benefits and challenges of
incorporating EI as a necessary component of care for patients with serious illness in
hospice, palliative and end-of-life care.

3. Research questions addressed by evidence in the literature

The first questions in about whether or not an increase in EI in interprofessional
care clinicians will lead to greater patient satisfaction. The scholarship posits that
higher EI in medical professionals enhances patient satisfaction. This first assumption

20



Perspective Chapter: The Healing Bond — Using Interdisciplinary Teams to Increase Emotional...
DOI: http://dx.doi.org/10.5772/intechopen.1009475

is supported by multiple studies indicating that emotionally intelligent healthcare
providers can better understand and meet patient needs. For instance, physicians and
nurses with high EI are more empathetic, leading to more meaningful interactions
with patients [24]. This empathetic approach fosters trust and a deeper connection,
which are crucial for patient satisfaction [25]. Moreover, when healthcare providers
exhibit high EI, they can tailor their communication to be more patient-centered,
ensuring that patients feel heard and valued. This personalized care approach is likely
to result in higher patient satisfaction [26].

The second questions is about whether or not the increase in emotional intel-
ligence (EI) among interprofessional clinicians will lead to higher interpersonal
relationships. Interpersonal relationships within healthcare teams are vital for effec-
tive patient care. The assumption that increased EI among medical professionals leads
to improved interpersonal relationships is well-founded. High EI enables healthcare
providers to navigate complex emotional and social dynamics, promoting better
teamwork and collaboration [26]. For example, emotionally intelligent professionals
are more adept at managing conflicts and understanding the perspectives of their
colleagues [27]. This skill is crucial in a healthcare setting where multidisciplinary
collaboration is necessary for comprehensive patient care. Additionally, strong
interpersonal relationships within healthcare teams can enhance job satisfaction and
reduce burnout, further improving the quality of care provided [27].

The third questions is about whether or not an increase in emotional intelligence
(EI) among interprofessional clinicians will lead to improved stress management.
Research scholars have documented the benefit of EI in medical education including
pharmacy training [21]. They argue that greater EI in medical professionals, the more
likely it is that they will be able to manage stress. This assumption is supported by
research indicating that EI equips individuals with the tools to recognize and regulate
their own emotions effectively [24]. Most serious illness clinicians would argue that
they work in high-stress environments. Thus, the work of Wiechula et al. [14] is
particularly relevant for serious illness clinicians. It suggests that EI offers profession-
als a key ingredient for managing stress, which is related to one’s capacity to accu-
rately appraise and express emotions in oneself and in others, and then, to effectively
regulate those emotions by using feelings to motivate, guide and act in ways that are
calming and non-disruptive to self and others [22]. EI allows one to maintain com-
posure, patience, and resilience in the face of challenging situations. Furthermore,
emotionally intelligent clinicians are better equipped to support their colleagues,
creating a more supportive and less stressful work environment [14]. This improved
stress management can lead to reduced burnout and improved overall well-being for
healthcare professionals [14].

This research proposes three potential benefits to leveraging social workers,
specifically, in leading the charge of enhancing EI awareness among healthcare
professionals [1]. The first benefit includes social workers trained in emotional
intelligence and the influence they have on other health professionals. Social workers
are uniquely educated and prepared to lead El initiatives in healthcare settings due to
their training and ethical commitments [3, 23, 28]. Social work education emphasizes
empathy, ethical decision-making, and emotional regulation, making social workers
well-suited to model and teach EI skills. By integrating EI training into social work
practice, social workers can lead by example and demonstrate the benefits of high EI
in patient care and team dynamics [29]. This approach aligns with the ethical stan-
dards of the social work profession, which emphasize respect for individuals’ dignity
and the importance of human relationships [16].
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The second benefit includes social workers as trainers and advisers to hospice, pal-
liative and end-of-life care in emotional intelligence. Social workers can play a pivotal
role in training and advising palliative care teams [10, 30]. Through workshops,
seminars, and one-on-one coaching, social workers can impart essential EI skills
to healthcare providers. This training can include techniques for recognizing and
managing emotions, improving communication, and building empathy. Additionally,
social workers can provide ongoing support and mentorship to medical professionals,
helping them apply EI principles in their daily practice. This continuous professional
development ensures that healthcare providers remain proficient in EI skills and can
adapt to the evolving needs of their patients [29].

The third benefit includes social workers as skilled clinicians to address and support
the intersectionality of racial, ethnic, social, and other differences in hospice, palliative
and end-of-life (EOL) care. This is imperative in ethical serious illness care given the
ever growing range of diversity characteristics among the increasing populations of
culturally diverse individuals and families, globally that face stress when living with
serious illness. Supporting stress management is among the most important roles of
social workers and is critical contribution to palliative care teams and patients [16].
When social workers offer counseling services to seriously ill patients, stress manage-
ment a part of the services provided, which can be facilitate through stress management
workshops, and peer support groups, and other strategies for mitigating high levels of
stress and may extend to our colleagues who may be experiencing burnout in serious
illness care. They need support in order to maintain resilience to sustain their capacity
to provide care for patients who may need it the most, patients with incurable illness
[3, 29]. These interventions not only support individual healthcare providers but also
contribute to a healthier and more resilient workforce. When health care providers
are better equipped to manage their stress, they can provide higher quality care to
their patients and work more effectively with their colleagues [31] and social workers,
as health care clinicians have an ethical obligation to develop and sustain specialized
knowledge and understanding about history, traditions, values and family systems as
these are essential components to effective palliative and end-of-life care outcomes [32].

The integration of emotional intelligence into hospice, palliative and end-of-life
care, facilitated by social workers, holds significant promise for improving patient
care and healthcare provider well-being. The assumptions that higher levels of EI will
lead to increased patient satisfaction, better interpersonal relationships, and improved
stress management are well-supported by existing research [33]. Social workers, with
their preparation to be empathic and ethical practice, are ideally positioned to lead
El initiatives in healthcare settings. By training and advising interdisciplinary profes-
sionals in EI and supporting stress management efforts, social workers can help create
a more emotionally intelligent contexts for patient care and effective health outcomes.
This collaborative approach not only enhances the quality of patient care but also
fosters a more supportive and sustainable work environment for interprofessional
clinicians in hospice, palliative and serious illness care for patients and families that
have been historically marginalized in palliative care research and practice [19].

4. Discussion and future direction for cultural competence in
palliative care

As hospice, palliative and end of life care continues to be a growing field of
practice, and social workers continue to center social justice, health equity and
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patient-center practices, the need for culturally competent clinician will remain.
Thus, as palliative care clinicians continue to grapple with the gaps in care for cultur-
ally diverse patient population, the challenge is to understand what is necessary in
order to provide equitable care to diverse populations of patients and their families.
This will mean that specialized palliative care clinicians must be attentive to meet
the needs of person living with life-limiting illness that tend to underutilize hospice,
palliative and end-of-life and bereavement care [17]. Emotional intelligence (EI) has
been shown to be worthwhile in helping clinicians to close some of the gaps in what
has been considered to culturally incongruent care. Care paradigms that support
teaching and educating clinicians about differences in patients’ preferences for and
against care will improve patient outcomes [1, 16]. Furthermore, EI can support clini-
cians in dealing with the inevitable moral distress that emerges in hospice, palliative
and end-of-life care for persons that may need the greatest level of attention and
compassion, especially when they become unable to make decisions for themselves
as has been been shown in other areas of social work practice [23]. As members of
interdisciplinary teams, social workers are trained and skilled in providing sup-
portive palliative and end of life care perhaps for extended periods of time, because
of advancements in medical technology, rising rates of chronic illness, increasing
number of elderly people, and longer life spans [32].

The practice standards for social workers are designed to enhance their cultural
awareness and maintaining skills, knowledge, values, methods, and sensitivities
needed to provide whole-person care with attention to the individual family and
often, their health care team members and the community as culturally preferred
[20, 32]. The exploration of emotional intelligence (EI) within hospice, palliative
and end-of-life care settings underscores its critical role in improving patient out-
comes, fostering better interpersonal relationships among healthcare providers, and
enhancing stress management capabilities. The integration of EI training, particularly
through the involvement of social workers, presents a promising strategy to address
these aspects comprehensively. Scholarship has explored the correlation between
emotional intelligence and patient satisfaction. The positive correlation between high
EI in medical professionals and increased patient satisfaction is evident. Studies con-
sistently demonstrate that empathetic healthcare providers can better understand and
meet patient needs, which enhances the overall patient experience [5]. For instance,
empathy allows healthcare providers to connect with patients on a personal level,
fostering trust and a deeper therapeutic alliance [5]. Patients who feel understood and
valued are more likely to report higher satisfaction levels, which can lead to better
adherence to treatment plans and improved health outcomes [6].

5. Emotional intelligence and interpersonal relationships

Interpersonal relationships among healthcare providers are crucial for effective
patient care. High EI facilitates better teamwork, as emotionally intelligent profes-
sionals can navigate the complex social dynamics within healthcare teams. They are
more adept at managing conflicts and understanding their colleagues’ perspectives,
which promotes a collaborative and supportive work environment. For members of
the care team, this collaborative culture not only improves job satisfaction but also
enhances the overall quality of care provided to patients [24].

Emotional intelligence (EI) and stress management have a level of intersectional-
ity that social workers are prepared to address effective [32]. The ability to manage
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stress is learned professional behavior for social workers, demonstratives of effec-
tiveness high-pressure health care environments. EI is a tool that enables prepares
clinicians to recognize and regulate their emotions under stress in the face of loss and
constant incurable disease for patients and families, helping them maintain strength,
perseverance to remain focused on the best possible care options and resilience in the
face of challenges [34]. Furthermore, when patient experiences anxiety related to a
serious illness, or other health anxiety or illness anxiety when living with an incurable
disease, it may be worthwhile to consider EI as a strategy to address such challenges,
in a controlled environment when communication is not a physical limitation, but
may be a mental health limitation for the patient, as has been recommended in litera-
ture with other populations [25]. Furthermore, emotionally intelligent clinicians in
serious illness care can support their patients, families and colleagues, creating a more
supportive and less stressful work environment. This improved stress management
can lead to reduced burnout and improved overall well-being for health care profes-
sionals, ultimately benefiting patient care [25].

Social workers have documented that essential assessment tools and approaches
to social justice, equity and diversity are important to patient and families [18, 32].
Furthermore, social workers strive to enhance emotional intelligence on the respec-
tive serious illness care teams [16]. Social workers, with their training in empathy,
ethical decision-making, and emotional regulation, are uniquely positioned to
lead EI initiatives in healthcare settings. By training and advising interdisciplinary
teams about how to develop the essential EI for seriously ill patients and families,
social workers can demonstrate skills and impart essential knowledge about how to
recognize and manage emotions, improving communication, and building empathy.
Moreover, social workers can provide ongoing support and mentorship, helping
healthcare providers apply EI principles in their daily practice [29]. This continuous
professional development ensures that clinicians engage in continuing education to
remain proficient in EI skills and adapt to the evolving needs of their patients [5].

6. Future directions

Hospice, palliative and end-of-life care practitioners, educators, students, and
researchers can benefit from the current knowledge that helps to close the gap in
understanding and practice approaches to caring for culturally diverse patients and
families. Based on the findings of this review of scholarly literature to address the
specific questions that can guide future work in EI with seriously ill patients, research
should focus on several key areas to further understand and optimize the integration
of El in hospice, palliative and end-of-life care. Longitudinal studies [35] could lead
to important findings. Conducting clinical trials and longitudinal studies to assess
the long-term impact of EI training on patient outcomes and healthcare provider
well-being. Such studies can provide valuable insights into the sustainability and
effectiveness of El interventions over time. To evaluate various work environments,
interdisciplinary approaches could contribute to new understanding. Exploring
interdisciplinary approaches that involve not only social workers but also psycholo-
gists, counselors, and other mental health professionals in EI training and support
initiatives. This comprehensive approach can enhance the overall effectiveness of EI
programs in healthcare settings.

Technology integration has the potential to uncover new pathways to explore.
Investigating the use of technology, such as virtual reality and mobile applications,
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to deliver EI training and support can broaden the capacity of EI training [13]. These
tools can provide scalable and accessible solutions for continuous EI development
among healthcare providers. Technology along with policy development can offer
new frameworks for how to explore EI training. Advocating for policy changes

that recognize the importance of EI in healthcare and support the integration of EI
training into medical education and professional development programs. Policies
should also address the need for adequate resources and support palliative care
systems to sustain EI initiatives. Policy development should include patient perspec-
tives. Including patient perspectives in research can offer ways to understand how EI
among hospice, palliative and end-of-life care providers influences their experiences
and outcomes. This patient-centered approach can provide valuable insights into the
specific needs and preferences of patients regarding emotional care.

A decade of research points to educating and preparing future generations of
culturally diverse serious illness clinicians and researchers is an important step to take
as well [36, 37]. By addressing these areas, future research can contribute to a deeper
understanding of the role of EI in serious illness care also, and inform the develop-
ment of effective strategies to enhance EI among interdisciplinary teams of profes-
sionals, ultimately leading to better patient care and improved healthcare provider
well-being.

7. Conclusion

The integration of emotional intelligence (EI) within hospice, palliative and
end-of-life care settings, especially through the education and preparation of social
workers, presents a significant opportunity to enhance patient care, improve clini-
cian/ provider well-being, and foster better interpersonal relationships between
patient/families and health care teams. Previous research emphasizes the need for EI
in healthcare professionals, which can lead to increased patient satisfaction, stronger
team dynamics, and improved stress management are well-supported by existing
research [38]. Empirical research is warranted to test hypotheses about such associa-
tions and causation [4]. However, in the meantime, what we know from the scholarly
evidence is that social workers, with their specialized training in empathy and ethical
decision-making, are ideally prepared to spearhead EI initiatives in serious illness care
environments.

The research clearly indicates that emotionally intelligent (EI) health care provid-
ers can better understand and meet patient needs, leading to higher patient satisfac-
tion [35]. Empathy, a core component of EI, give providers the capacity to connect
with patients on a personal level, fostering trust and a deeper therapeutic relationship
[11, 38]. As patients feel more understood and valued, they are more likely to adhere
to treatment plans, resulting in better health outcomes.

Effective patient care relies heavily on strong interpersonal relationships within
healthcare teams. High EI enables healthcare providers to navigate complex social
dynamics, manage conflicts, and understand colleagues’ perspectives, promoting a
collaborative and supportive work environment [11]. This improved teamwork not
only enhances job satisfaction but also the quality of care delivered to patients.

In serious illness care settings, the ability to manage stress is crucial. The skill
and knowledge of EI equips health care providers with the skills to recognize and
regulate their emotions, maintaining composure and resilience during challeng-
ing situations. This is much needed in hospice, palliative and end-of-life care.
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Furthermore, emotionally intelligent professionals can offer better support to their
colleagues, reducing overall stress levels and preventing burnout, which ultimately
benefits patient care.

Social workers, with their expertise in empathy, ethical practice, and emotional
regulation, are uniquely positioned to lead EI initiatives in healthcare. They can train
and advise medical professionals on essential EI skills, provide ongoing support, and
help healthcare providers apply EI principles in their daily practice [20, 38]. This
continuous professional development ensures that healthcare providers remain profi-
cient in EI, adapting to the evolving needs of their patients [12]. By focusing on these
research areas can contribute to a deeper understanding of EI’s role in healthcare,
informing the development of effective strategies to enhance EI among healthcare
professionals. This, in turn, will lead to better patient care and improved well-being
for healthcare providers.
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Perspective Chapter: Palliative Care
for Patients with Chronic Kidney
Disease in Low-Resource Settings
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Abstract

CKD is a significant public health concern due to its high incidence, prevalence,
and impact on morbidity, mortality, and socioeconomic burdens. Over 10% of the
global population is affected, with approximately 843.6 million cases in 2017. In Sub-
Saharan Africa, the CKD prevalence ranges from 10 to 13%, with 6.8% in East Africa.
Factors like hypertension, diabetes, and delayed diagnosis contribute to the increas-
ing CKD burden in the region. In low-resource settings, CKD patients face substantial
morbidity and mortality, with severe physical symptoms, emotional distress, and
psychosocial challenges worsened by limited specialized care. CKD is often detected
late, shifting the focus from curative treatments to the improvement of quality of life.
Dialysis, a common therapeutic intervention, often lowers the overall quality of life
and functional status, with cessation linked to high mortality rates. Many patients
stop dialysis near the end-of-life, necessitating comprehensive palliative care. Despite
the rising demand, access to palliative care for CKD patients is limited. Palliative care
aims to alleviate suffering and enhance quality of life through pain and symptom
management, as well as psychosocial and spiritual support. This chapter examines
CKD patients’ unique palliative care needs, challenges faced by patients, families, and
healthcare providers in low-resource settings, and strategies to incorporate palliative
care into the national healthcare system for a holistic approach to chronic disease
management.

Keywords: chronic kidney disease (CKD), palliative care, low-resource settings,
symptom management, low- and middle-income countries (LMICs)

1. Introduction

Chronic kidney disease (CKD) is a progressive condition that affects approxi-
mately 13% of the global population and often leads to end-stage renal disease
(ESRD) [1-13]. Chronic kidney disease (CKD) is defined by the presence of kidney
damage or an estimated glomerular filtration rate (eGFR) of less than 60 mL/
min/1.73 m?, persisting for a duration of three months or longer. This condition
is characterized by a progressive decline in kidney function, which frequently
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necessitates renal replacement therapy, such as dialysis or kidney transplantation
[14]. Chronic kidney disease (CKD) is a significant public health concern because

of its high incidence, prevalence, and impact on morbidity and mortality rates and
associated socioeconomic burdens, particularly in low- and middle-income countries
(LMICs) [1, 15].

Globally, the prevalence of chronic kidney disease (CKD) is rapidly increasing,
with an estimated 843.6 million people affected [2, 3]. This rising prevalence is attrib-
uted to various factors such as diabetes, hypertension, obesity, high infectious disease
rates, and exposure to environmental toxins [16]. Additionally, chronic infections,
such as HIV, hepatitis B, and hepatitis C, along with the widespread utilization of
herbal medications in low-income settings, significantly exacerbate the prevalence of
CKD [17]. LMICs encounter distinct obstacles in addressing CKD, including limited
healthcare resources, limited health insurance coverage, and predominant out-of-
pocket expenditure on medical care [15]. It is estimated that 434.3 million adults in
Asia have chronic kidney disease (CKD). China and India have the highest number of
adults living with CKD, with estimates reaching up to 159.8 million and 140.2 million
individuals respectively, accounting for 69.1% of the total number of adults with CKD
in the region [18]. In Sub-Saharan Africa, the estimated proportion of individuals
presumed to have kidney disease ranges from 10 to 13% [4]. The overall prevalence of
chronic kidney disease (CKD) in East Africa is estimated at 6.8%, with regional varia-
tions of 12.5% in eastern Uganda, 3.9% in southwestern Uganda, and 3.7% in western
Kenya [5].

Patients with advanced CKD have decreased life expectancy and experience
significant morbidity and mortality, as evidenced by a study that reported an average
of 10.5 symptoms in severely ill individuals [6]. Distressing symptoms include pain,
fatigue, sleep disorders, itching, nausea, shortness of breath, anxiety, and depres-
sion [7]. Failure to address these symptoms in patients with chronic kidney disease
can result in a low quality of life, characterized by pain, discomfort, and distress.
Healthcare professionals must possess advanced knowledge of pain and symptom
management, accompanied by effective communication skills, to address the diverse
needs of this population [19].

Palliative care is increasingly recognized as essential for patients suffering
from chronic kidney disease (CKD) and end-stage renal disease (ESRD), who may
lack access to curative or life-prolonging treatments, as it addresses their high
symptom burden, reduces healthcare costs by preventing unnecessary hospital
admissions, and improves their overall quality of life [20, 21]. This approach is
especially critical in low-resource settings, where palliative interventions can
help alleviate pain, address multifaceted symptoms such as uremic pruritus and
dyspnea, and provide support for patients and their families in managing the
adversities of progressive illness [22]. However, the integration of palliative care
in LMICs for CKD management faces barriers, including financial limitations,
scarcity of healthcare professionals, restricted access to specialized services,
underdeveloped care models, insufficient policy frameworks, competing health-
care priorities, and lack of awareness regarding palliative care needs, all of which
contribute to inadequate support for CKD patients [21]. To overcome these chal-
lenges, a collaborative approach involving primary care, nephrology, and pallia-
tive care specialists is recommended [23]. Various palliative care approaches, such
as conservative management, peritoneal dialysis, and extracorporeal palliative
dialysis, can be tailored to meet the physical, social, psychological, and spiritual
needs of patients [24].
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This chapter explores the landscape of palliative care for CKD patients in low-
resource settings, examining the scope of palliative care for patients with CKD,
barriers to access, and potential strategies to improve care.

2. Burden of chronic kidney disease in low and middle-income countries
(LMICs)

Globally, the estimated prevalence of patients with ESRD requiring renal replace-
ment therapy (RRT) ranges from 4.902 to 9.701 million, with the majority of these
cases occurring in LMICs [25]. The accessibility to kidney replacement therapy (KRT)
is limited globally, with less than half of those in need being able to obtain it. The
disparity between high-income countries (HICs) and low-income countries (LICs) is
stark. In LMICs, KRT remains inaccessible for up to 98% of individuals with kidney
failure, whereas in HICs, it drops to 30%. Notably, 88% of the patients lacking access
to KRT are located in African or Asian nations [26].

The burden of chronic kidney disease (CKD) is particularly high in resource-
limited settings, especially in Africa, and is attributed to increased exposure to
infections, poverty, poor accessibility to healthcare services, and genetic predisposi-
tions [27]. While middle-aged and elderly populations are predominantly affected in
developed nations, in Sub-Saharan Africa, CKD predominantly affects young adults
during their economically productive years, with hypertension and infection-related
chronic glomerulonephritis identified as the major etiological causes. The morbidity
and mortality associated with CKD are significantly higher in LMICs because of the
inability of most affected individuals to access renal replacement therapy [28]. A
2017 Global Burden of Disease study revealed that CKD was responsible for approxi-
mately 1.2 million deaths globally, with over two-thirds of these deaths occurring in
LMICs [29]. In these regions, the overwhelming majority of patients lack access to
renal replacement therapy, and the scarcity of resources has impeded the widespread
utilization of prevention strategies [27, 30].

The prevalence of chronic kidney disease (CKD) and end-stage kidney disease
(ESKD) constitutes significant public health challenges in LMICs, where the limited
availability of treatment options contributes to elevated mortality rates. Despite
reports indicating a lower overall prevalence, a larger proportion of CKD patients in
LMICs lack effective treatment than those in high-income countries [31]. Economic
and health system constraints create significant inequities in access to kidney replace-
ment therapies including dialysis and transplantation [31, 32]. Notably, only 12% of
low-income countries provide kidney transplantation services [31].

The financial burden associated with the management of CKD grows exponen-
tially as the disease advances, with annual expenditures per patient ranging from
$3500 for CKD stage 3 to over $50,000 when kidney failure occurs, necessitating
kidney replacement therapy. In many wealthy nations, these expenses are mitigated
through Medicare reimbursements and/or universal health insurance programs.
However, in many LMICs, the lack of protection against catastrophic health expen-
ditures has led to a heightened dependence on out-of-pocket health expenditures,
thereby exposing patients and their families to significant financial jeopardy
and potentially relegating them to extreme poverty as a consequence of medical
expenses [33, 34].

The absence of kidney registries in numerous LMICs poses significant challenges
for accurately determining the prevalence of CKD [35]. Healthcare practitioners
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operating within resource-limited settings often fail to adequately identify and man-
age CKD and its associated risk factors at the primary care level. Furthermore, the
recognition and management of acute kidney injury (AKI) is markedly inadequate,
leading to delayed nephrologist referrals and increased mortality rates. Sociocultural
factors and economic hardships prevalent in low-income regions exacerbate and
contribute to the late presentation of kidney disease [36]. Additionally, limited
health literacy among the population and reliance on alternative healthcare practices,
including herbal remedies, may further hinder the timely diagnosis of kidney disease.
These alternative treatments can potentially cause AKI and accelerate its progression
to renal failure [37].

In low-income settings, the ratio of nephrologists to the population is mark-
edly lower, with only 0.31 nephrologists per million population, compared to
high-income countries that have 28.5 per million [38]. This shortage of nephrology
specialists in resource-constrained settings results in suboptimal management of
renal diseases and potentially fewer public health initiatives aimed at preventing and
managing them [17].

Addressing the challenges involved in the management of CKD in LMICs neces-
sitates a multifaceted approach encompassing community engagement, awareness
campaigns, and screening programs [17]. In areas with limited resources, where
serum creatinine measurements may not be available, a basic CKD screening program
could integrate tests for proteinuria, blood glucose, blood pressure, and body mass
index. Substantial efforts are essential to augment resources and improve access to
affordable renal replacement therapy options in the coming decades [30]. However,
financial limitations impede these efforts. Prevention strategies should prioritize edu-
cation, early detection, and lifestyle changes [35]. Utilizing task-shifting approaches
and enhancing the capabilities of primary healthcare providers can contribute to
improved CKD prevention and management in resource-constrained settings [17].

3. Scope of palliative care in CKD management

Palliative care in chronic kidney disease (CKD) extends far beyond end-of-life
care, offering a patient-centered approach that emphasizes improving quality of life,
managing complex symptoms, and providing holistic support to patients and their
families. The integration of palliative care into CKD management is critical, especially
in low-resource settings where access to life-prolonging treatments such as dialysis
and kidney transplantation is limited (Murtagh et al., 2011). This section explores the
multidimensional scope of palliative care within the CKD continuum.

3.1 Symptom management

Patients with CKD frequently experience a wide range of distressing symptoms,
encompassing pain, uremic pruritus, dyspnea, fatigue, muscle cramps, nausea,
vomiting, and anorexia, which significantly diminish their quality of life. Although
these symptoms are prevalent among patients suffering from other advanced chronic
illnesses such as cancer and congestive heart failure. Palliative care provides evidence-
based strategies to alleviate these symptoms, focusing on both pharmacological
and non-pharmacological interventions. For example, pain management protocols
tailored to CKD patients address renal-safe analgesics and dosage adjustments to
minimize toxicity [39, 40].
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Fatigue, frequently associated with decreased oxygen delivery, lactic acidosis,
chronic metabolic acidosis, protein-energy wasting, hyperphosphatemia, depres-
sion, and anemia, is one of the most frequently reported symptoms among CKD
patients, with prevalence rates ranging from 20 to 91%. The palliative care approach
for patients with fatigue begins with a thorough assessment of the underlying causes,
which includes the identification and management of anemia, sleep disturbances, and
depression [41].

Pain, which can be (neuropathic, nociceptive, or both), is another prevalent
symptom. The occurrence of moderate to severe pain is particularly high, sig-
nificantly affecting daily functioning and overall quality of life. In LMICs, where
resources for pain management are scarce, this symptom often remains poorly
addressed. Untreated pain in this population negatively impacts health-related qual-
ity of life (HRQOL), dialysis adherence, healthcare utilization, and mortality and
may also exacerbate other physical and psychosocial symptoms such as depression,
anxiety, and fatigue [40, 42].

Effective pain management in patients with CKD requires a comprehensive assess-
ment process. This process includes: (1) quantifying pain intensity using standardized
tools, such as the numerical rating scale, (2) conducting a pathophysiological exami-
nation to determine the pain’s origin and type, (3) assessing psychosocial factors that
may exacerbate pain or complicate its treatment, such as depression, anxiety, and (4)
Evaluating the overall impact of pain on the patient’s quality of life using validated
instruments like the PEG (Pain average, interference with Enjoyment of life, and
interference with general activity) [40].

A decline in glomerular filtration rate (GFR) significantly influences the standard
pharmacokinetics of analgesic medications, increasing the likelihood of toxicity,
undesirable side effects, and drug interactions. The effective management of patients
with reduced GFR necessitates careful analgesic selection, dose titration, and moni-
toring. Non-pharmacological approaches, including physical therapy and relaxation
techniques, can complement pharmacological treatments and enhance symptom
relief [43].

Chronic kidney disease-associated pruritus, also known as uremic pruritus, is
a severely distressing condition often underdiagnosed, affecting approximately
60% of patients undergoing dialysis. It also occurs in non-dialysis patients with
stages 3-5 CKD, with prevalence increasing with the decline in renal function,
advancing age, and the presence of comorbidities [44]. Effective management
includes optimizing dialysis, using phosphate binders, phototherapy, skin hydra-
tion with emollients, tacrolimus ointment, and capsaicin creams, along with
the utilization of pharmacological agents such as gabapentin or pregabalin and
antihistamines [45].

Nausea, characterized as an unpleasant sensation associated with the imminent
urge to vomit, may manifest either independently or in conjunction with vomiting,
dyspepsia, or other gastrointestinal symptoms, with a prevalence in CKD patients
ranging from 30 to 43%. The etiology of nausea is multifactorial, often associated
with metabolic or gastrointestinal disturbances and medication side effects, which
become more common as kidney disease advances. Ondansetron is recommended as
the first-line treatment for nausea and vomiting in CKD patients. Other medications
used included metoclopramide and olanzapine. Including dietary modifications and
complementary interventions such as massage, guided imagery, and music therapy,
are recommended because of the side effects frequently associated with common
pharmacological medications [39].
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Holistic palliative care strategies, including patient education, dietary interven-
tions, and psychological support, are crucial in addressing these physical symptoms
in patients with CKD in LMICs, where there are limited resources, especially pallia-
tive care medicines, for effective management of these symptoms in order to improve
their quality of life but also foster better adherence to treatment regimens.

3.2 Psychosocial and emotional support

Adjustment after the diagnosis of a chronic disease presents considerable psy-
chosocial and emotional challenges. Patients diagnosed with chronic kidney disease
(CKD) are no exception as they are compelled to undertake continuous psychological
adjustments, which include the acceptance of a life-threatening condition, adherence
to lifelong therapeutic regimens, learning dialysis techniques, integrating treatment
into daily lives, and management of treatment transitions, failures, adverse effects,
and complications [46].

Patients with CKD frequently experience psychological distress, including depres-
sion, anxiety, and stress, which significantly impact their quality of life. Studies have
shown that CKD patients exhibit higher levels of depression and anxiety compared
to healthy individuals [47, 48]. The prevalence of clinically significant depression,
anxiety, health anxiety, and sleep disturbance in non-dialysis CKD patients was found
to be 3.1%, 3.1%, 18%, and 36.2%, respectively [49].

Studies in LMICs have revealed a high prevalence of psychosocial distress among
patients with CKD. Studies in Sri Lanka and Nigeria revealed that 75% and 65.2% of
CKD patients, respectively, experienced psychological distress, with notable cor-
relations with advanced age, unemployment, and poor health-related quality of life
[50, 51]. Furthermore, another study indicated that 55.2% of CKD patients reported
experiencing psychological distress, which was associated with factors such as poor
social support, financial instability, and female gender [52].

The nature of psychological distress in CKD is inherently multidimensional,
encompassing depression, anxiety, stress, and panic, resulting from a complex
interplay of biological, psychological, spiritual, and socioeconomic factors [53].
Notably, the severity of psychological symptoms does not significantly differ across
CKD stages [49]. These findings highlight the critical importance of addressing the
psychosocial and emotional concerns among CKD patients and emphasize the need
for a holistic approach to patient care [48].

Patients with CKD in low- and middle-income countries (LMICs) encounter
unique psychosocial and emotional challenges that emerge from socioeconomic
disparities and limited healthcare resources. Financial insecurity is a significant
contributor to distress, as a majority of patients in LMICs are required to pay out-
of-pocket for diagnostic tests, medications, and treatments like dialysis [16, 54].

The exorbitant costs associated with these services often lead to treatment delays

or discontinuation, thereby exacerbating the psychological burden of living with a
progressive illness. Moreover, the absence of universal health coverage or social sup-
port programs further exacerbates feelings of helplessness and vulnerability among
patients and their families [55, 56].

The cultural stigma associated with chronic illnesses in LMICs also distinctly
affects patients with CKD. In some communities, CKD may be perceived as a punish-
ment for previous transgressions or a sign of weakness, leading to social isolation and
discrimination. This stigma is particularly pronounced in rural areas where knowl-
edge about CKD is low. Additionally, inadequate healthcare infrastructure frequently
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necessitates long-distance travel to access specialized care, thereby causing physical
exhaustion and emotional stress. The limited access to mental health services in
LMICs further limits patients’ access to psychosocial support services, leaving many
to cope with anxiety and depression in solitude [50, 57, 58].

In low- and middle-income countries (LMICs), a palliative care approach
aimed at addressing psychosocial and emotional distress in CKD necessitates an
examination of the interplay between resource limitations, stigma, and cultural
dynamics. Empirical evidence indicates that the integration of psychosocial care
into CKD management improves mental health outcomes and patient satisfaction,
even in resource-constrained environments [59]. For example, community health
workers trained in basic counseling skills have effectively provided mental health
support in LMICs, mitigating depression and anxiety among patients with chronic
illnesses [60].

Peer support groups, especially those that capitalize on shared experiences,
have been shown to alleviate social isolation and promote emotional resilience
[58]. Financial assistance programs, often implemented through partnerships
with nongovernmental organizations, have demonstrated effectiveness in
alleviating the economic burden associated with CKD management, thereby
facilitating improved adherence to treatment and reducing associated distress
[61]. Additionally, culturally tailored interventions, such as collaborations with
religious and community leaders, have been effective in combating illness-related
stigma and providing spiritual support, which holds particular significance in
LMIC contexts [62]. These strategies, anchored within a palliative care frame-
work, holistically address the psychological and emotional needs of CKD patients,
demonstrating a pragmatic and evidence-based approach to care delivery in
low-resource environments.

3.3 Spiritual supportin CKD

In low- and middle-income countries (LMICs), the phenomenon of spiritual
distress experienced by patients with CKD is profoundly influenced by cultural
and socioeconomic factors. Many patients view CKD as a punishment for previous
transgressions or a spiritual trial, leading to guilt, shame, and existential despair,
particularly when coupled with financial hardships and limited access to medical
care. Research indicates that unresolved spiritual issues, including the fear of death or
questioning the purpose of suffering, substantially exacerbate emotional distress and
reduce overall quality of life [62, 63]. Despite the absence of structured spiritual care
services in most LMIC healthcare systems, faith-based organizations and religious
leaders frequently intervene to deliver essential support through prayers, rituals, and
culturally attuned guidance, thereby providing patients with a sense of purpose and
hope [64].

However, conflicting messages from traditional healers or faith leaders regard-
ing medical interventions sometimes create barriers to access to healthcare high-
lighting the necessity of integrating spiritual care into the management of CKD.
Evidence suggests that training healthcare providers to address spiritual needs
and fostering collaborations with faith leaders can significantly reduce spiritual
distress and improve patient outcomes in LMICs. Acknowledging and addressing
the spiritual dimensions of CKD promotes a holistic approach to care that sup-
ports patients and their families throughout the disease trajectory, particularly
during end-of-life stages [58, 65, 66].
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3.4 Advance care planning and decision-making

Advance care planning is an important element of palliative care, with its sig-
nificance evolving from an exclusive focus on patients at the terminal stage of life
to its applicability across all stages of illness. The primary objective of advanced
care planning is to prepare patients with diverse health conditions to make
informed treatment choices [67]. Advance care planning is recommended for
patients with chronic kidney disease alongside their families, which is beneficial
throughout the disease trajectory. In low- and middle-income countries (LMICs),
the provision of advance care planning (ACP) and decision-making support for
CKD patients is imperative, given the unique challenges they encounter such as
financial constraints, limited access to dialysis and transplantation, and deficient
palliative care services [68, 69].

Patients and their families frequently face difficult decisions regarding the con-
tinuation of expensive treatments such as dialysis, often grappling with financial
implications in contrast to potential advantages, typically without sufficient guidance
[4]. Cultural traditions in LMICs, where healthcare decisions are frequently collective
and family-centered, require ACP approaches that honor these dynamics while pri-
oritizing patient autonomy [67]. The presence of low health literacy, limited aware-
ness, unrealistic expectations or hopes for a cure, and limited understanding of CKD
progression and advance care planning among healthcare professionals, patients, and
their caretakers further hinders informed decision-making, emphasizing the need for
early and ongoing communication about treatment goals, prognosis, and end-of-life
care options [70]. Evidence suggests that integrating culturally sensitive commu-
nication techniques, training healthcare providers in ACP, and the engagement of
religious leaders or traditional healers in discussions can enhance the acceptance of
care plans and ensure alignment with patients’ values and preferences [71]. These
interventions are vital for enabling informed and compassionate decision-making in
resource-constrained settings.

Palliative care serves to facilitate discussions surrounding patient goals, values,
and preferences for care, particularly in instances where curative treatments are
not feasible. Advance care planning (ACP) allows patients and their families to
make informed decisions regarding treatment options, including the option to
decline dialysis treatment or pursue conservative management strategies [72, 73]. In
resource-limited contexts where dialysis may be unaffordable or inaccessible, ACP
becomes an essential component of compassionate care, enabling informed and
compassionate decision-making in resource-limited settings.

3.5 End-of-life care

End-of-life care for renal patients has historically been inadequate, despite a
higher incidence of mortality occurring within hospital settings as opposed to that of
other patient populations. The necessity of specialist palliative care for patients with
advanced chronic kidney disease (CKD) is now acknowledged [74]. The recogni-
tion of medical futility, reaching a consensus on it, and the cessation of potentially
inappropriate therapeutic interventions represent fundamental initial steps in the
provision of end-of-life care. Essential components encompass holding family meet-
ings, communicating prognosis, discussing treatment options, negotiating care goals,
shared decision-making, and documentation of preferences regarding life-sustaining
interventions.
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End-of-life care involves the assessment and management of symptoms associ-
ated with end-stage kidney disease while also providing support to families during
bereavement [75]. Community-based palliative care models that incorporate multidis-
ciplinary teams, faith leaders, and culturally sensitive communication strategies have
demonstrated potential in delivering accessible and compassionate end-of-life care,
thereby aligning care with the values of patients and safeguarding their dignity in the
dying process. Culturally sensitive approaches are particularly important in diverse
low-resource settings where beliefs concerning death and dying may substantially
differ [11, 76].

3.6 Support for families and caregivers

Families caring for individuals with chronic kidney disease (CKD) face significant
challenges, which include psychological stress, financial strain, and disrupted daily
routines [77, 78]. Caregivers, predominantly female family members, often experi-
ence significant burdens, psychological distress, and unmet support needs [79].

For families and caregivers of CKD patients in low- and middle-income countries
(LMICs), the caregiving burden is often exacerbated by the absence of structured sup-
port systems. Families and caregivers frequently find themselves with inadequate infor-
mation and face discontinuities in care from healthcare professionals, compounded by
the psychological burden of indefinite caregiving and uncertainty regarding their loved
one’s death [80]. Caregivers, typically family members, bear the responsibility of pro-
viding daily care, managing medications, and facilitating transportation for treatments
such as dialysis, often at considerable personal and economic sacrifices [27].

Financial hardships resulting from healthcare expenditures frequently culminate
in debts and strained family relationships, while the emotional toll of caring for a pro-
gressively ill loved one contributes to high rates of burnout, anxiety, and depression
among caregivers. The limited availability of formal training and counseling services
further exacerbates these difficulties, leaving families inadequately prepared to
address caregiving demands. Community-based palliative care models that integrate
caregiver education, emotional counseling, and spiritual support have evidenced
effectiveness in LMICs, providing caregivers with practical skills, emotional resil-
ience, and relief from isolation thereby empowering them to navigate the challenges
of caregiving while safeguarding their own well-being [61, 81]. Such initiatives are
crucial for enhancing the well-being of caregivers and sustaining effective care for
CKD patients in resource-constrained settings.

4. Barriers to palliative care delivery among CKD patients in LMICs
4.1 Limited awareness and misconceptions about palliative care

Limited awareness and widespread misconceptions regarding palliative care
impede its delivery to CKD patients in LMICs, where it is frequently misconstrued as
being exclusively related to end-of-life services, thereby neglecting its broader role
in improving the quality of life, symptom management, and holistic support from
early disease stages [21, 82]. Such misinterpretations result in delayed referrals, with
CKD patients accessing palliative care only in advanced stages, if they engage with
itatall [61]. The general population and healthcare workers frequently demonstrate
a lack of knowledge regarding the benefits of palliative care for chronic conditions
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like CKD, resulting in underutilization and exclusion from routine care. Awareness
campaigns predominantly focus on cancer or HIV/AIDS, leaving conditions like
CKD unrecognized as deserving of palliative care interventions. Cultural and
societal norms in LMICs may stigmatize discussions about death and non-curative
treatments, discouraging open conversations among patients, families, and health-
care practitioners [16, 59, 83].

4.2 Shortage of trained healthcare professionals

The limited nephrology workforce in LMICs hinders the development of pallia-
tive care, the provision of kidney disease treatment, and facilities for kidney disease
management. It is estimated that approximately 7 million people in LMICs die due to
the lack of appropriate dialysis facilities. Socioeconomic and geographic factors, along
with inadequate technician and healthcare professional training, hinder the establish-
ment of sustainable dialysis and kidney transplant centers [73, 84, 85]. This scarcity
uniquely undermines the provision of palliative care for patients with CKD, especially
those who may need palliative dialysis [16, 83]. The inadequacy of palliative care
training for healthcare providers, who tend to prioritize curative treatment in light of
the overwhelming burden posed by other diseases, further exacerbates this issue [61].

The migration of healthcare professionals from LMICs to HICs worsens staff
shortages in LMICs, especially in Sub-Saharan Africa [86, 87]. This phenomenon,
referred to as “medical brain drain,” is driven by the forces of globalization and the
capacity of HICs to attract specialists, adversely affecting health services and out-
comes in LMICs [86].

To address these pressing challenges, it is imperative to implement health policy
reforms, improved education and training, and integrating palliative care into exist-
ing health systems [88]. Collaborative care models involving primary care, nephrol-
ogy, and palliative care specialists may serve to bridge the existing gaps in palliative
care for patients with CKD [23]. The development of both primary and specialized
kidney palliative care initiatives is essential to address the impacts of advanced kidney
disease and optimize patient quality of life [20].

4.3 Economic challenges and high levels of poverty

Economic challenges significantly impede the delivery of kidney care in low- and
middle-income countries (LMICs). Out-of-pocket costs for chronic kidney disease
(CKD) treatment increase with disease severity, often leading to financial catastrophe
for affected families [89]. These costs adversely influence adherence to prescribed
medications and dialysis treatment, with poorer households most affected [90].
LMICs face a severe shortage of nephrologists and limited access to diagnostic tools
and renal replacement therapy (RRT) [91]. In contrast to high-income nations that
predominantly finance RRT through public means and health insurance, LMICs
rely heavily on private and out-of-pocket expenditures [91]. The burden of CKD in
LMICs is exacerbated by the double burden of communicable and noncommunicable
diseases, and inadequate health insurance and welfare programs [15]. The financial
costs associate with CKD care are notably high, encompassing expenses related to
dialysis, medications, and frequent hospital admissions. In the absence of universal
health coverage or robust social safety nets, many patients are unable to afford even
basic palliative services. These financial barriers disproportionately affect the poorest
populations, exacerbating health inequities and leaving millions without access to
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essential pain relief and symptom management. These financial barriers dispro-
portionately affect the poorest, worsening health inequities and depriving millions

of essential pain relief and symptom management. For CKD patients, economic
constraints limit access to life-sustaining treatments and holistic palliative care,

often leading to preventable suffering. High poverty levels exacerbate these issues

by hindering healthcare infrastructure and workforce capabilities in LMICs, where
regions often lack well-equipped facilities and trained professionals needed to provide
comprehensive palliative care for CKD patients [16, 91].

4.4 Limited access to essential medicines and resources

The provision of palliative care for patients with chronic kidney disease (CKD)
in LMICs is greatly affected by limited access to essential palliative care medications
such as oral liquid morphine. A survey revealed that only 31% of the respondents had
adequate access to essential kidney medications in LICs and LMICs [26]. The barriers
include national health policies, funding issues, and resource limitations. Stringent
opioid regulations aimed at controlling misuse often result in limited availability for
legitimate medical needs, thereby leaving many patients with CKD suffering from
unmanaged pain and symptoms. Financial barriers further exacerbate the problem as
a considerable number of patients must pay out-of-pocket for medications, making
treatment unaffordable for those already grappling with poverty [26, 89].

The absence of essential medications leads to unnecessary suffering and reduced
quality of life for patients and their families. In addition, LMICs face severe shortages
and limited access to diagnostic tools and renal replacement therapies [91]. Improving
access to essential medicines requires a multifaceted approach, which should encom-
pass health policy changes, legislation reform, professional healthcare education, and
research specific to LMICs [88]. Potential interventions should focus on improving
affordability through universal healthcare, promoting the judicious use of medicines,
and strengthening drug production and supply chains [26]. Addressing these chal-
lenges is crucial for reducing CKD progression and improving patient quality of life
care outcomes in LMICs [33].

4.5 Cultural and societal perceptions

Cultural and societal perceptions significantly influence the accessibility and
utilization of palliative care for patients with CKD in LMICs. A major barrier is stigma
and misconceptions about palliative care, which is frequently equated with end-of-life
care or giving up treatment [92, 93]. This misunderstanding delays referral to pallia-
tive care, despite the potential benefits that patients could derive from symptom relief
and psychosocial support [36]. Additionally, cultural beliefs about suffering and
death, such as the perception of pain as a natural or spiritual trial, impede the pursuit
of medical relief [92].

Family-oriented decision-making, which is common in many LMICs, can also
hinder the utilization of palliative care, as families may see it as losing hope for
recovery [68]. Additionally, religious beliefs and traditional healing practices further
shape the perceptions of palliative care. In many LMICs, the dependence on tradi-
tional healers or spiritual practices is deeply rooted, prompting patients and families
to prefer these methods to biomedical treatments. This dependence often results in
a delay in engagement with formal healthcare systems until CKD has progressed to
advanced stages [94-96].
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4.6 Policy and regulatory barriers

In many LMICs, palliative care is under-prioritized in national health poli-
cies, often overshadowed by curative treatments. Regulatory frameworks in these
countries restrict access to palliative care resources, including opioids for pain
management. Despite bearing a high burden of untreated pain, LMICs consume
only a small fraction of global opioids (International Narcotics Control Board)
[88, 97]. Concerns over misuse and diversion have led to stringent regulations and
bureaucratic hurdles, limiting opioid access and causing unnecessary suffering for
CKD patients [20, 26]. The provision of palliative care is hampered by poor policy
enforcement and limited accountability in healthcare systems. This neglect results
in insufficient funding, infrastructure, and workforce development for palliative
services. Governments must prioritize palliative care in health policies, streamline
opioid regulations, and expand health insurance to incorporate essential palliative
services for CKD patients [21, 82, 97].

5. Future direction of palliative care in CKD patients in LMICs

Addressing the future of palliative care for CKD patients in LMICs necessitates
comprehensive, multi-sectorial approaches to surmount current challenges and
satisfy the increasing need for comprehensive care. Integrating palliative care policies
is essential, necessitating that governments should incorporate palliative care into
national healthcare frameworks and develop regulations that enhance its availability
and affordability for CKD patients. This initiative should encompass proper resource
allocation, healthcare professional education, and ensuring consistent access to
essential medications, particularly opioids for pain control while tackling regulatory
barriers [21, 61, 98].

Capacity building is another crucial area of focus, emphasizing the development
of a skilled palliative care workforce through specialized training programs for
healthcare professionals, including nephrologists, allied healthcare professionals,
nurses, and community health workers. Multidisciplinary team approaches should
be promoted to deliver holistic care tailored to the complex needs of CKD patients.
Additionally, public awareness campaigns and healthcare provider education are also
crucial to dispel myths about palliative care [20, 23, 99].

The implementation of innovative care delivery methods utilizing community-
based care delivery models and telemedicine can improve palliative care accessibility,
particularly in rural and underserved regions [100, 101]. Community health workers
with basic palliative care training can act as an extension of the healthcare system,
offering symptom management, emotional support, and specialist care referrals.
Concurrently, telemedicine can reduce barriers to accessing palliative care specialists,
facilitating prompt interventions and consultations for CKD patients [102].

Lastly, it is essential to conduct research in the fields of chronic kidney disease
and palliative care to establish a robust evidence base that supports the implementa-
tion of palliative care for patients with chronic kidney disease (CKD) [11, 24]. Such
evidence has the potential to influence policy decisions and resource allocation while
adapting care approaches to meet the unique requirements of populations in low- and
middle-income countries (LMICs). By focusing on these areas, LMICs can enhance
the well-being of CKD patients, ensuring that palliative care becomes a fundamental
component of kidney disease treatment.
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Chapter 4

Perspective Chapter: Rekindling
the Vision for Palliative and

End-of-Life Care for Future
Practices

Erna Harvaldsdottir

Abstract

This chapter will focus on the original philosophy of palliative care as developed
by Dame Cicely Saunders. Attention will be paid to the development of palliative care
and the challenges to remain close to the original vision as practice develops further
within a traditional medical environment. The overall purpose and focus of the
chapter are for the reader to engage with the inherent holistic and person-centered
approach of palliative and end-of-life care as developed by Cicely Saunders and to
gain an understanding and insight into how to maintain her vision as an essential
element of care within modern palliative and end-of-life care.

Keywords: palliative care, end-of-life care, developing practice, holistic care,
philosophy of palliative care

1. Introduction

This chapter will focus on the original philosophy of palliative care as developed
by Dame Cicely Saunders. Light is shed on the development of palliative care and the
challenges to remain close to the original vision as palliative care develops and expands in
reach and scope. A critical understanding of the medicalization of palliative and end-of-
life care is provided with insights into the limitations of the traditional biomedical model
for organizing and subculturing palliative and end-of-life care. I will show the unique
contribution nursing brings to palliative and end-of-life care. In recognizing the align-
ment of Cicely Saunders’ original philosophy and principles of palliative care with the
underpinning theories, knowledge and skills of the nursing profession, I will argue how
nursing leadership is vital as palliative care develops in reach and scope.

2. The original vision of palliative and end-of-life care

“You matter because you are you and you matter to the end of your life. We will do all
we can not only to help you to die peacefully, but also to live until you die”
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These words of Dame Cicely Saunders, the founder of the hospice movement, are
echoed in many current strategic documents and ambitions for palliative care end-
of-life care services [1]. The words encapsulate Saunders’ vision for a transformation
of care for those who were dying and her request for a cultural shift in the attitudes
toward death and dying within health care organizations and amongst health care
professionals in the late 1950s and early 1960s [2].

Saunders developed her vision within the context of a health care system where
death was seen as a failure and there was a lack of knowledge and skills to meet the
needs of dying people in the ways they needed care. To meet this need, Saunders
developed and implemented an innovative approach based on the philosophy and
principles of an open awareness of death [3]. Saunders was educated as a nurse, social
worker and medical doctor and she drew on her knowledge and skills from all these
disciplines when developing her approach [4]. Through her sophisticated and reflec-
tive writings, based on her practice and observations, she established a philosophy
and principles of care that still underpin the foundation of modern palliative and
end-of-life care [4]. In the early 1970s, her approach was named “palliative care” by
the Canadian surgeon Balfour Mount who was influenced by Saunders’ approach
and brought it to North America [5]. The World Health Organization has identified
palliative care as an approach that improves the quality of life of patients—adults and
children—and their families who are facing problems associated with life-threatening
illnesses. It prevents and relieves suffering through the early identification, impec-
cable assessment and treatment of pain and other problems, whether physical,
psychosocial or spiritual [6].

Saunders recognized, when developing her approach into practice in the 1960s,
that her ideas were too radical to be accepted within the established culture of health
care with its strong curative intent. Death was seen as a failure and health care staff
both feared death and felt there was nothing they could do for dying people [2].
Hence, most people were left to die in hospitals in isolation and in loneliness and this
was named as social death by the social scientist David Sudnow in 1967 [7]. Saunders
developed the first modern hospice in South London, St Christopher’s Hospice in 1967
and this was an organization outside the parameters of the British national health
care system. The Hospice was a voluntary organization based on charitable funding
with the core focus of looking after dying people with incurable cancer. The story of
the opening of the hospice has a romantic element to it whereby Saunders developed
a strong bond with one of her patients, David Tasma. He was dying in a busy hospital
surgical ward in 1959. Saunders cared for him and discussed her new and innovative
ideas for the care of the dying with him. David donated money after his death to
Saunders toward a window in her “home” (referring to the organization she wanted

to establish) [4].

3. Development of palliative and end-of-life care

The palliative care approach has developed globally and is integrated, at least at
some levels, into most health care systems across the world with an identified need
for further development in low- and middle-income countries [8]. Much has been
achieved with the development of palliative and end-of-life care across the world, and
this should be celebrated. However, as palliative and end-of-life care has developed
and been integrated into established health care systems, it is important to consider
and pay attention to the challenges this poses to the creative and innovative vision of
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Cicely Saunders. It has been highlighted that during this integration process, palliative
and end-of-life care has become medicalized [9]. Established health care systems are
underpinned by the biomedical model of illness that has dominated health care for
the past century [10]. With its biologically dependent perspective, there is a hierarchy
of knowledge and perspective as being disease-oriented, whereby health is seen as
the removal and absence of disease [10]. Palliative and end-of-life care has become
integrated into the administrative machine of the traditional health care system influ-
enced heavily by the medical bioscience perspective whereby processes to regulate
and stabilize the system are set by this perspective [11].

The Hospice movement started as a pioneering movement, led by Saunders who
by her own agency and personal interest promoted a new values orientation within
health care. Death should not be seen as a failure but at times the unavoidable con-
sequences of an illness. In responding to the needs of the dying, health professionals
needed to provide care in a new and creative way for people who were not able to
be cured. Whilst Saunders’ original approach has remained the core focus of pal-
liative and end-of-life care as it develops into health care practice across the world,
it can be argued that her original vision has been diluted by the medical model in
this development. The hierarchy of medical knowledge and perspective hasled to a
focus on symptom management based on biomedical science and the development
of interventions to remove symptoms based on the medical model. The more creative
and humanistic approach to care as promoted by Saunders has gained less attention,
funding and resources. This focus and priority can be explained by the fact that with
the integration into the main health care system, palliative care has developed from an
innovative grassroots movement into a structure, rules and organization whereby the
core function is based on the traditional biomedical model.

The early hospice movement was innovative in its organization and care as there
were no rules to follow and no established authorities or organizations to set stan-
dards. Within this environment, a new culture of care was established through an
integrated system of belief, behavior and knowledge. Common values and purpose
were developed that attracted individuals who identified with these and wanted to
work within such a setting. In developing this culture, Saunders was a charismatic
leader with commitment, creativity and disruption who created new structures and a
system for care [4].

Saunders said that she took care of the dying out of the British national health care
system to bring it back into the system [11, 12]. With this transition, palliative and
end-of-life care practice was routinized and has become subject to bureaucracy and
governance of a medical-orientated system [11].

The positive impact of palliative care and end-of-life care becoming integrated
into the main health care systems is widely recognized. However, with this develop-
ment, the medicalization of Saunders’ original vision has been dominant. This has
led to less of an emphasis on practice based on the aspects of Saunders’ vision being
underpinned by concepts such as personhood, meaning and personal growth. When
developing her pioneering approach, these were the core elements of care, alongside
the focus on symptoms and symptom management, based on the medical model,
in equal measure. Saunders understood the limitation of medical knowledge alone
when developing her model of care. She advocated for a humanistic orientation of
care, whereby the hierarchy of medicine was challenged, and an emphasis was put
on teamwork and ensuring that the person who was ill and his/her family were at the
center of care [4]. Saunders replaced the passive approach and the notion that there
was nothing health care professionals could do for those who were dying, based on the
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medical model, with her new model of active care. This new and innovative approach
was based on innovative and creative ways of continuing caring up to the end of life
and beyond for the family [4].

To demonstrate the understanding and need for her approach, Saunders intro-
duced the concept of “total pain.” This concept remains a key concept in modern pal-
liative care and in developing this concept, Saunders recognized the interdependency
of mind, soul and body. She identified that for dying people, there was a type of
suffering that manifested itself in the feeling of “everything is wrong” [13]. Saunders
understood the limitation of the medical model to relieve this type of suffering, and
she developed a more humanistic and creative approach to this, namely “being with”
[14]. Michael Kearney further expounded upon Saunders’ work and highlighted the
difference between the model of total pain and the medical model of pain. He dem-
onstrated that interventions based on the traditional medical model are not able to
alleviate the type of pain Saunders described as total pain by differentiating between
pain of a biological nature with pain of an existential nature [13]. Kearney and
Saunders both brought to light how people facing incurable illnesses and imminent
death may experience pain and suffering caused by disruption to personhood and
existence, causing existential anxiety and suffering. The pain experienced may have
little to do with disease or physical symptoms of a disease but is embedded deeply
within the person. This pain may aggravate physical pain but the causes of this type
of pain are of a different nature and caused by a sense of loss and an overwhelming
emotion that life is ending [13, 15].

4. Palliative care nursing

I have demonstrated in this chapter how the medicalization and routinization of
Saunders’ original vision, principles and philosophy with the biomedical model of
health care took hold of palliative and end-of-life care [16]. I will now turn to focus on
the consequences of this for nursing and the importance of the voice of nursing to be
clearly heard in the development of palliative and end-of-life care [17-19].

The creative and care aspect of Saunders’ principles and philosophy aligns very
well with the theories and models that underpin nursing practice such as the focus
on relationship-centered care, the essence of nursing as a connection to the patient
experience and humanistic care [19, 20]. Moran et al. provide important evidence
of the role and contribution of the nurse in caring for people with palliative care
and their families. Within their thematic analysis, the multiple and complex roles of
the nurse and nursing are identified through eight domains—person-centered care,
positive interpersonal behaviors, medical/nursing and technical competency, clinical
leadership and governance, management of the environment, promotion of safety
and evidence-based practice [20].

Nurses are the largest regulated health care professional workforce providing
palliative care across a range of clinical settings [19]. Nurses in palliative care engage
in a wide range of roles and responsibilities in caring for people with palliative care
needs and their families and the caring and artistic role of nurses is fundamental
to palliative and end-of-life care [20]. Whilst nursing aligns so strongly with the
underpinning philosophy of palliative care, as palliative and end-of-life care has been
integrated into the mainstream health care system, there has been a lack of visibility
of the nursing contribution to palliative care and their essential role. Palliative care
nursing has been subsumed as palliative care medicine has developed, with the voice
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of nursing being silenced, and the artistic element of nursing being diluted [19, 20].
The nursing role has developed into being an assistance role rather than a leading
role within the care of those needing palliative and end-of-life care [20]. However,
nursing values strongly reflect the values that shaped the principles and philosophies
of palliative care as developed by Saunders such as care, compassion, courage and
fostering growth. Nursing in its essence has its focus on every person as unique in
their story and this profoundly impacts the way care needs are being assessed and
delivered to patients and their families when supporting living through the final stage
of life. The care plan is set up and delivered by a responsive and flexible approach
whereby the whole care team may intervene effectively in different areas of suffering
and need. This approach considers and appreciates the entirety of the ill person, the
whole family and their community. Nursing care and relationships form the pillar of
the care plan whereby the caring team brings kindness and compassion, an authentic
presence, and understands how transformation and personal growth can be fostered
through relationships [21].

5. Development of models of palliative and end-of-life care

The negative impact of the medicalization of palliative care and end-of-life care
has been recognized [9, 16] and new models of palliative care have been emerging
over the last decades. These models of care are much more appreciative of the con-
tribution of disciplines other than medicine such as Dignity-Conserving Care [22].
Others emphasize the need to go beyond the clinical perspective and include com-
munities in palliative and end-of-life care [23]. Within these new care models, there
is much more of an emphasis on the non-medical aspects of care with the scope for
more creative and humanistic care, as emphasized by Saunders.

Recent developments, and perhaps the most influential global discussion in mod-
ern health and social care, revolve around the person-centered model of care. This
model of care has been highly influential and person-centered care and is promoted
in many policies and strategies of health care [24]. The core essence of the person-
centered model of care is to shift the focus from a medically dominated and disease-
orientated framework toward one that is relationship-focused and holistic [25]. This
approach to health care encourages valuing people for who they are as individuals
rather than focusing on diagnostic categories, whilst also facilitating positive relation-
ships through honest information sharing and open communication [26].

The person-centered framework by McCormack and McCance was developed to
operationalize person-centeredness in health care practice with its theoretical under-
pinning based on humanistic care [27]. The framework consists of person-centered
processes that focus on ways of engaging that are necessary to create connections
between people, which include working with the person’s beliefs and values and
engaging authentically, being sympathetic present, sharing decision-making and
working holistically [27]. This focus on engagement and the broader health care needs
assessment and care is much less based on diagnostic categories than the medical
model and aligns very well with Saunders’ model of palliative and end-of-life care.
Furthermore, within the person-centered framework, it is recognized that there is
an interlinking of disease and its symptoms with experience, gender, age and social
circumstances which brings an interplay of factors that needs to be assessed through a
lens that is person-centered and goes beyond the traditional medical assessment [28].
Within person-centered care, there is an emphasis on personhood and the desire to
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keep the person in the center of decision-making, hence challenging the biomedical
model with its focus on medical labels and system efficacy that may not have the per-
son at the heart of its care [27]. Personhood refers to an innate sense of ourselves as
human beings with feelings, emotions, thoughts and desires, it is an inner feeling that
guides and gives a sense of “what really matters” [29]. The person-centered model

of care aligns very well with Saunders’ unwavering focus on what matters to the
individual and those close to this individual. Through this lens, both person-centered
care and the palliative care approach, as developed by Saunders, reflect the ideals of
humanistic caring. Whereby there is a moral component, and practice has at its basis
a therapeutic intent, which is translated through relationships that are built on effec-
tive interpersonal processes [27]. Attention is paid to health care needs with a holistic
perspective that aims to support well-being within each situation. This reflects a much
broader notion of health than the medical model and reflects a perspective on health
care where a focus is on living a positive life which embraces all dimensions of our
being [30].

McCormack and McCance emphasize that operationalizing the person-centered
framework in practice requires a cultural shift due to the medicalization of health care
[31]. Culture embraces a social context that influences the way people behave and talk
and the social norms that are accepted and expected. Hence, transforming culture
and shifting how things are done on a practice level requires a fundamental change in
mindset, language and behavior [30]. Palliative care needs to be transformed with a
cultural shift to challenge the old traditional biomedical model being the dominating
perspective when structuring and organizing care that meets the needs of people with
long-term conditions and who are facing imminent death. This is increasingly impor-
tant as palliative and end-of-life care is being recognized as an effective model of care,
not only for people with cancer but also for other long-term conditions and early in
the disease trajectory [32]. As the demand increases, palliative and end-of-life care
needs to develop in reach and scope. It is vital for this development that the hierarchy
of knowledge and perspective through the medical model is challenged. The contribu-
tion of other health care professionals such as nurses needs to be recognized as having
the same value as medicine. The structure and organization of care need to focus on
assessing the needs for care, where the needs for medical care are not prioritized, and
seen as the most important and fundamental for meeting the holistic needs of people
with palliative and end-of-life care needs and their families. This requires a cultural
shift in language and behaviors challenging the embedded and traditional medical
perspective. Further to this, the value of care provided by skilled social care needs to
be seen in the right light. This is at times the core and main care provision needed to
meet the holistic needs of people with incurable diseases and who are dying.

There is a tendency to focus on specialist and general palliative care when describ-
ing how palliative care needs to expand in scope and reach for everyone who can
benefit from this approach having access. Interestingly, this classification and way of
structuring and organizing care are based on the medical perspective. General pallia-
tive care is often seen as being delivered by all health care staff whereby specialist pal-
liative care is provided by health care professionals with specialist knowledge. Within
these differences in care delivery and need, the medical perspective based on biomed-
ical science is evident. The difference is based on symptom management where it is
seen that less complex symptoms can be managed by generalist health care providers,
whereas more complex symptoms need specialist input. This overshadows the special
knowledge and skills needed to meet the humanistic and creative caring approach
based on interpersonal skills. This dual perspective overly focuses on symptoms and
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symptom management as the essence of palliative care. Within this perspective, there
is a hierarchy of care needs based on the medical model. This means that the specialist
input needed for creative and humanistic care remains hidden and unspoken.

6. Developing future models for palliative and end-of-life care

Many people with incurable illnesses who are facing death do not need input
from the medical profession. The same would apply to their family. Their needs
are based on holistic needs whereby nursing care with its focus on humanity and
creative approaches to care is needed. For many people wishing to be cared for and
die at home, this is their core need, and the organization and structure of care need
to be focused on this. Evidence shows that when structure and organization of
care are based on this need and not overshadowed by the medical models suchasa
new nursing-led hospice-at-home model, this can avoid unnecessary admissions to
inpatient wards [33]. Rather than focusing on organizing care based on generalist or
specialist input, there is a need for a model of care with a comprehensive approach
to care. This model of care allows for an assessment where the needs of people are
not assessed through the lens of the medical model but through a much broader and
holistic assessment of the need for care. The care may be led by a nurse or a skilled
palliative social carer with a coordinated approach where other professionals, either
generalist health care providers or specialist palliative care professionals, contribute
to the care as needed.

For this model of care to be operationalized in a systematic way across health care
systems, there needs to be a cultural shift from the way medicalization is currently
dominating the structure and organization of care. This cultural change may take the
same courage and disruption as demonstrated by Saunders’ charismatic leadership
in the 1960s as new ways of thinking and practicing need to be allowed to surface.

It is worth noting that Saunders felt she needed to take palliative and end-of-life

care out of the British national system to have the freedom to develop her approach.
Within her new organization, St Christiopher’s Hospice, she was able to create a new
culture allowing for innovative approaches to be developed. However, the cultural
shift needed now must happen within the health care system to continue to build on
the current impact and success. In the United Kingdom, innovative approaches and
models of care are happening in pockets of good practice in local areas but are often
initiated by hospices and provided within the boundaries of the community of a
hospice rather than being integrated into the main health care system in a consistent
and integrated way. This needs to change and the integration of a holistic model needs
to be integrated and expanded on through systematic and cultural change. It is vital
for palliative and end-of-life care to be reoriented and organized in a truly holistic way
to meet the demand for palliative care as it develops in its reach and scope.

7. Nurse-led palliative and end-of-life care

Nursing leadership and the voice of nursing are fundamental for the shift to the
systematic and consistent delivery of a holistic model of palliative and end-of-life
care. As highlighted earlier in this chapter, based on the theoretical underpinning
and knowledge and skills of the nursing profession, nurses are in a key position to
demonstrate leadership and challenge the medical dominance of the organization and
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structure of palliative care as it develops. To guide and support this shift, the Lantern
model, a contemporary model of nursing and end-of-life care, was developed by

two palliative care nurses in the UK [34]. The Lantern model builds on the Person-
Centered Practice framework developed by McCormack and McCance [27]. The core
aim of the model is to support nurse leadership and enable nurses to recognize and
articulate the value the profession brings to palliative and end-of-life care through
leadership and change [34]. The model offers visibility and a language to describe
the unique contribution of nursing to palliative and end-of-life care as described by
Saunders earlier in this chapter.

As highlighted earlier, within modern health care, the creative and humanistic
aspect of care often remains hidden and unrecognized within a health care structure
dominated by a discourse influenced by the medical model. This causes important
interventions based on nursing care to have less priority. For example, the research
highlighted how “being with,” as developed by Saunders and highlighted by the
person-centered framework as being present, was absent from the nursing prac-
tice in the hospice where the research took place. This was due to the way care was
prioritized and provided through a structure and a system that did not value this
type of engagement [14]. The overfocus of the medical model within the system and
organization of care can also lead to misjudgment about what constitutes core health
care priority. From the broader perspective, a need is seen as a specific indicator for
needing health care intervention to control a problem which is negatively affecting
well-being from a holistic perspective [35]. Through the narrow lens of the medical
model overshadowing the broader perspective, there is a danger of bias whereby the
assessment of needs is clouded by the medical lens. For example, a study into who
is admitted, and why, to an inpatient ward from the community demonstrated how
emotional safety and generally feeling safe was underestimated. This need was not
seen as a core need for people wishing to be cared for and die at home due to the way
the care was organized and structured. This led to people being admitted to inpatient
hospices where the need for admission was masked by medical symptoms for admis-
sion to meet the right criteria. However, had the feeling of need for emotional safety
at home been recognized as a core need and care organized and structured around
this, the person would not have needed to be admitted [33].

The overmedicalization of palliative care can lead to misjudgment as to what
health care service is needed for people needing palliative and end-of-life care. Not
recognizing the real need can be costly and lead to the delivery of “right care at the
right place” being compromised [36]. There is an urgent need for a comprehensive
model of care to be integrated systematically into health care delivery whereby the
holistic and person-centered vision of Saunders is being recognized in the way care is
organized, structured and delivered.

8. Conclusion

In this chapter, I have highlighted the unique contribution of nursing to pallia-
tive and end-of-life care and how the value and care orientation of nursing practice
toward humanist care based on interpersonal skills has been overshadowed by the
medical model. Further to this, I have highlighted how as palliative care develops with
further integration into the modern health care system, it is vital for cultural change
to happen whereby the humanistic and creative care processes are recognized as fun-
damental elements of the model of care. For this cultural shift to happen, language,
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behavior and practices based on the dominance of the medical perspective need to be
challenged. Nurses need a stronger voice and clear language to lead this change effec-
tively. A holistic model of care needs to underpin all palliative and end-of-life care
practices whereby emphasis is on meeting a specific need for palliative and end-of-life
care that may or may not be of a medical nature. This model of care puts less emphasis
on the distinction between generalist and specialist palliative care services and more
on specialist skills and knowledge provided by a variety of health care professionals
and expert social careers. Nurses are in a primary position to lead such care.
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Perspective Chapter: Palliative
Care in Nigeria — Perspectives,
Challenges, and Barriers
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Abstract

As global awareness of palliative care expands, regions like Nigeria continue to
face challenges in initiating conversations on palliative care, end-of-life planning, and
advanced directives. This hesitation limits a deeper understanding of how socio-cultural
factors shape the perceptions and experiences of older adults and their families in
Nigeria regarding palliative care. This chapter explores the disparate meanings and
preparations surrounding palliative care and end-of-life practices across Nigeria’s
major ethnic groups (Yoruba, Igbo, and Hausa). It examines the impact of human rights
concerns in the context of palliative care, especially given the absence of comprehensive
policy frameworks across many African regions. Additionally, this chapter addresses
the structural and practical challenges in implementing palliative care and highlights
opportunities to develop an Afrocentric approach. This approach is rooted in the lived
realities of older adults and their families, aiming to provide culturally resonant and
ethically sound care within Nigeria’s unique socio-cultural landscape.

Keywords: palliative care, end-of-life planning, older adults,
afrocentric-approach, Nigerian healthcare

1. Introduction

Palliative and end-of-life care hold profound cultural significance across geo-
political regions of Nigeria, and are connected to the interplay between traditional
beliefs, familial responsibilities, and the healthcare system’s capacity to support indi-
viduals facing terminal illnesses [1-3]. While the concept of palliative care has gained
international recognition as an essential component of comprehensive healthcare,
its interpretation and implementation within the Nigerian context diverges notably
from global understandings [4, 5]. Much of this divergence is rooted in religious and
cultural perceptions of illness and death, the structure of the Nigerian healthcare
system, and the essential roles of families and communities in caregiving. This book
chapter offers insights into the unique perspectives that shape the effective implemen-
tation of palliative care in Nigeria and potential solutions informed by the Afrocentric
realities of Nigerian families.
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The Nigerian healthcare system primarily focuses on curative care, with limited
attention to end-of-life care. Indeed, the limited availability of palliative care services,
exacerbated by inadequate funding, lack of trained professionals, and insufficient
infrastructure, reflects a broader issue of under-resourced healthcare systems in
many African countries [6, 7]. While global frameworks, such as the World Health
Organization’s call for universal health coverage, include palliative care, Nigeria has
yet to implement comprehensive national policies that integrate palliative care into
the healthcare system [6, 8]. This policy vacuum results in inadequate funding, insuf-
ficient healthcare infrastructure, and a lack of essential medications, such as opioids,
needed to manage pain effectively. Additionally, the formal healthcare system has
been slow to integrate palliative care services, partly due to inadequate awareness
among healthcare professionals and the general population [1, 5, 9]. These factors,
consequently, contribute to delayed referrals and misconceptions about palliative
care, often equating it with a “death sentence” rather than a supportive, holistic
approach to patient care. These challenges are exacerbated by the complexity of
Nigeria’s healthcare system, which struggles to meet the demands of an aging popula-
tion amid socioeconomic disparities, cultural expectations of care, and inadequate
public health funding [2].

From a cultural perspective, palliative care in Nigeria is also influenced by deep-
rooted beliefs about death, illness, and family roles in caregiving. Traditional African
concepts of illness, such as spiritual or ancestral causes, often shape care preferences,
and palliative care is sometimes viewed as contradictory to cultural values that
emphasize curative efforts [8, 10]. This cultural reticence hinders the implementation
of advanced care planning and can lead to conflict between healthcare providers and
families who may prefer traditional healing methods or have unrealistic expectations
of curative treatments. Furthermore, the communal nature of caregiving, grounded
in the Ubuntu philosophy, suggests that family and community involvement is critical
in end-of-life care, yet this can also place heavy burdens on families, particularly in
the absence of formalized support systems [11-13]. Exploring those unique cultural
beliefs and practices that either support and/or obstruct the implementation of pallia-
tive care in Nigeria is warranted.

Uniquely, this chapter critiques the policy landscape surrounding palliative care
in Nigeria, which lacks comprehensive national guidelines or strategic frameworks.
Despite global efforts to promote palliative care as a human right, Nigeria’s policy
environment reflects a broader underinvestment in chronic disease management
and end-of-life care [5, 14]. The absence of integrated palliative care policies is
compounded by inconsistent government commitment and limited collaboration
among healthcare sectors, non-governmental organizations, and international bodies.
This chapter argues that policy reforms that advocate a paradigm shift, recognizing
palliative care not only as a clinical necessity, but as an essential component of health
equity and human dignity in Nigeria.

2. Cultural perspective of illness, dying, and death in Nigeria

Nigeria is home to over two-hundred and fifty (250) ethnic groups with unique
traditions, beliefs, and practices surrounding illness, dying, and death [15, 16].
While the cultural meanings and perspective of illness conditions are still empirically
emerging, the nuance difference between major cultures (Yoruba, Igbo and Hausa),
alongside the major religious organization Christianity, Islam, and indigenous
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religions, significantly shapes the construction of palliative care and terminal illness
in Nigeria [17-19]. For instance, among the Yoruba people, predominantly found in
southwestern Nigeria, illness and death are viewed through a spiritual lens [10, 20].
In the cosmology of Yoruba, life is cyclical, with death perceived as a transition to
another phase of existence, just like “Akéda” (origin) and “Asé” (spiritual authority)
signifies the belief that a good death, achieved through appropriate rites and rituals,
ensures a seamless passage to the ancestral realm [21, 22]. While this belief shapes
the Yoruba approach to palliative care, these culturally rich perspectives are often

a misfit with Western biomedical approaches, which focuses on curative medicine
and individual autonomy, sidelining communal decision-making processes and the
spiritual dimensions of care have dominated healthcare systems in Nigeria. Many
Yoruba families often seek the counsel of elders or traditional healers for end-of-life
decisions, and healthcare professionals in formal settings may dismiss palliative
practices as unscientific [23, 24]. In southeastern Nigeria, the Igbo people of Nigeria,
death (onwu) is not merely the cessation of life but a transition to the ancestral realm
(ndi ichie) [25, 26]. The care for the dying emphasizes dignity, respect, and the
spiritual preparation of the individual, which allows families to take an active role in
providing emotional and physical support, a process often guided by traditional heal-
ers (dibia) and religious rituals [27, 28]. Although the Igbo and Yoruba cultures shares
some similarities, such as the belief in continuity between worlds and the communal
nature of caregiving, the Yoruba concept of ik# (death) is more closely tied to destiny
(ayanmo), with greater emphasis on the deceased’s o7 (spiritual essence).

For the Hausa, who predominantly reside in northern Nigeria, the notion of
kyautata rayuwa (improving life) emphasizes the importance of holistic care that
addresses the physical, emotional, and spiritual well-being of the individual. Care for
the terminally ill often takes place within the zaman iyali (family structure), where
relatives, particularly women, play crucial caregiving roles [29, 30]. Islam, which is
central to Hausa identity, profoundly influences perceptions of death and dying in
situations where the beliefs about Kaddara (destiny) and iman (faith) shape attitudes
toward illness, reinforces acceptance of life’s impermanence [31, 32]. The recitation of
dwa (prayers) and reliance on al’ummar musulmai (the Muslim community) for spiri-
tual support are integral to end-of-life practices [31, 32]. While death is approached
with resignation to divine will, misconceptions about kulawar rashin lafiya na karshe
(end-of-life care) persist, with some associating it with abandonment or hopelessness.
Although there are cultural differences in perspectives about palliative care, the Hausa
approach tends to remain more explicitly tied to Islamic lens, which may downplay
ritualistic expressions compared to the celebratory and symbolic aspects observed in
Yoruba traditions [17, 33]. Additionally, while Igbo practices may sometimes integrate
divination to address spiritual concerns about illness and death, Hausa traditions
emphasize unwavering reliance on Allah’s will, reflecting a theological divergence.

Despite these differences, the rich cultural diversity of Nigeria reveals the
complexity of integrating palliative care practices that align with local beliefs and
traditions. Although the Yoruba, Igbo, and Hausa cultures differ in their spiritual
frameworks and caregiving approaches, all three similarly emphasize communal
involvement and the spiritual dimensions of care—elements often overlooked by
Western biomedical models. These cultural paradigms also challenge Eurocentric
emphasis on individual autonomy, urging a more inclusive approach to palliative care.
Indeed, an Afrocentric approach such as Ubuntu that embraces values that fosters a
synergy between traditional and biomedical practices that honor the dignity, spiritu-
ality, and communal essence of end-of-life care is eminently warranted.
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3. Human rights of older adults in death preparation in Nigeria

Although Nigeria and several African countries are signatories to the United
Nations Charter on human rights and the African Charter on the rights of older
adults, emphasis on palliative care and end of life care is either missing or still at
infancy stages in most of African countries. The Nigerian constitution recognizes the
right of all citizens to health care in Section (16)2;17 of the 1999 constitution of the
Federal Republic of Nigeria, yet specific legislation regarding palliative and end of
life care remains missing. Furthermore, while the Nigeria government has a protocol
for improving well-being of older adults in the region such as found in the National
Aging policy, a well-mapped out process of supporting older adults to make informed
decision about their lives, including palliative and end of life care, remains unavail-
able [34].

In 2020, the Nigerian government, through the Federal Ministry of Humanitarian
Affairs, Disaster Management, and Social Development, designed the National Policy
on Aging to address the well-being of older persons [35, 36]. Premised on the 1999
Constitution of the Federal Republic of Nigeria, this policy envisions a society where
older persons are guaranteed security, independence, participation, comprehensive
care, self-fulfillment, and dignity [37]. These objectives align with global human
rights frameworks, which emphasize the right to health and well-being at all stages
of life. However, despite this progressive policy, the reality remains stark—long-
term care systems, including palliative and end-of-life care, are underdeveloped
and inaccessible to most Nigerians. To date, only 10 facilities provide palliative care
nationwide, with five associated with tertiary hospitals. These facilities are dispro-
portionately located in the southwestern region, with one each in the southern (Port
Harcourt) and southeastern (Enugu) regions, leaving vast areas in the northern and
western regions underserved [35]. The inadequacy of palliative care services reflects
broader structural inequalities, including the role of privileged, socioeconomic
status, and education in determining access to information and affordability of these
services. For many families, who are often the primary caregivers for chronically
ill older adults, the lack of awareness about palliative care further exacerbates the
burden of care [1, 15].

While absence of specific laws and enforceable policies on palliative and end-
of-life care represents a violation of the basic human rights of older adults, lack of
structured systems denies them access to equitable, affordable, and quality care,
undermining their right to live and die with dignity. In addition, when older adults
are deprived of adequate information or support to make decisions about their own
care, particularly at the palliative and end-of-life stages, a fundamental breach of
their human rights occurs. Central to these rights is the principle of autonomy, which
upholds each individual’s freedom to make informed choices about their own body,
treatment options, and overall well-being [38]. Withholding crucial information—
such as the risks, benefits, and alternatives of proposed interventions—healthcare
providers, institutions, or family members serve to undermine the autonomy, reduc-
ing older adults to passive recipients of care rather than respected agents of their
own destinies.

This violation transcends medical ethics and becomes a broader issue of human
dignity. For instance, when older adults cannot participate meaningfully in decisions
about pain management, life support, or comfort measures, they are deprived of their
right to self-determination. Such paternalistic approaches may result in fear, anxiety,
and a deep sense of powerlessness [39, 40]. It also perpetuates inequities, as lack of
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access to clear, culturally sensitive information disproportionately affects those with
fewer resources or lower literacy levels. In extreme cases, families or institutions may
override older adults’ expressed wishes, a systemic discrimination that views them
as less capable or deserving of respect. Ensuring adequate information, counseling,
and psychological support for older persons safeguards their right to decide how and
where they spend their remaining days.

This chapter advocates the proposal of legislative reforms, resource allocation,
and public education which uphold the principles of justice, equity, and compas-
sion in the care of older adults that require palliative and end of life care. Although
Afrocentric practices such as Ubuntu are still at the infancy stage in most African
regions, its emphasis on community, interdependence, and respect for elders could
offer positively support older adults in making informed decisions at the palliative
and end-of-life stages [33, 41]. These principles align with the ethical rule of doing
good, or beneficence, which prioritizes the well-being and dignity of individuals.
However, without adequate information or support, these values can inadvertently
lead to decision substitution, where family or community members impose their
preferences, believing they are acting in the older person’s best interests [42, 43]. This
risks violating autonomy and perpetuating harm, as it denies the older adult their
rightful voice. Balancing Afrocentric values with a rights-based approach ensures that
cultural practices enhance, rather than compromise, informed decision-making and
individual agency.

4. Barriers to providing palliative care in Nigeria

As discussed in previous sections, palliative care in Nigeria is shaped by cultural,
religious, and social beliefs about illness, death, and dying, which may present
distinct challenges. Illness is often perceived through a spiritual, traditional, and
communal lens [20], and palliative care could be seen as “giving up” on curative
treatment, which conflicts with cultural values of hope and faith in healing [44,

45]. As aresult, families may resist palliative care, perceiving it as abandoning the
patient. Additionally, cultural stigma against discussing death further complicate
early engagement with end-of-life care, as many Nigerians believe that speaking about
death invites it, deterring families from planning or seeking palliative support [3, 17].

Access to palliative care highlights significant rural-urban disparities. Urban areas,
though limited, offer hospitals with palliative care units or specialists [4, 46]. In con-
trast, rural regions often lack basic healthcare infrastructure, leaving families reliant
on underfunded primary healthcare centers or home-based care. These families must
frequently travel long distances to access necessary services, exacerbating inequities
in pain relief and quality end-of-life care [17, 23]. Furthermore, healthcare profession-
als are often unprepared to address these challenges. Nigeria’s medical curricula rarely
covers palliative care, particularly with regard to cultural sensitivity, leaving provid-
ers ill-equipped to handle sensitive discussions about advanced directives, treatment
discontinuation, or hospice care [5, 47]. This gap fosters mistrust and dissatisfaction
among families, who may feel their values are disregarded.

Finally, home-based care imposes significant financial burdens on families. Costs
for medications, supplies, and transportation are often prohibitive, compounded by
limited access to essential pain management drugs like morphine due to regulatory
barriers [1, 4]. Ethical dilemmas further hinder palliative care delivery. Pain manage-
ment is constrained by fears of opioid addiction and regulatory restrictions, leading
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to unnecessary patient suffering [1, 48]. Decisions about life support and advanced
directives are similarly fraught, as families may view withdrawing life support as
morally unacceptable. Healthcare providers must navigate these conflicts between
professional guidelines and cultural expectations, often at the expense of patient
autonomy.

5. Opportunities for integrating a cultural appropriate model of palliative
care in Nigeria

A culturally sensitive approach to palliative care in Nigeria offers a meaningful
way to improve end-of-life care by respecting and incorporating the country’s rich
cultural, religious, and social diversity. This model acknowledges the important roles
of traditional healers, religious leaders, and community structures while addressing
gaps in awareness and providing targeted training for healthcare professionals.

5.1 Traditional healers

Traditional healers are central to healthcare in rural Nigeria, where access to mod-
ern medical services is limited. As trusted members of their communities, they are
often the first point of contact for people seeking care [1, 49, 50]. Training traditional
healers in basic palliative care skills—such as pain management and emotional sup-
port—can empower them to provide care that aligns with cultural expectations while
building bridges to modern palliative care services.

5.2 Religious leaders

Religious leaders hold profound influence over beliefs about illness, death, and
dying in Nigeria. Their voices can address widespread misconceptions, such as the
idea that palliative care signifies a lack of faith or hope [31]. By equipping religious
leaders with the tools to offer spiritual guidance consistent with palliative care,
families can be encouraged to seek timely care and engage in open, meaningful
conversations about end-of-life decisions.

5.3 Community structures

Local councils, women’s groups, and other community organizations play a power-
ful role in shaping public attitudes and behavior. These groups, deeply embedded in
communities, can drive awareness campaigns, organize training, and create support
networks for those facing serious illness [17]. Their involvement ensures that care is
tailored to local realities and rooted in trust.

5.4 Education and awareness

A major challenge in Nigeria is the lack of understanding about what palliative
care is and how it can benefit individuals and families. Public education campaigns,
conducted in local languages and framed within cultural norms, can break down bar-
riers and correct misconceptions [4]. Strategies such as radio programs, community
workshops, and storytelling sessions can explain palliative care as a compassionate,
holistic approach to physical, emotional, and spiritual well-being.
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5.5 Healthcare provider training

Healthcare professionals need culturally informed training to meet the complex
needs of patients and families at the end of life. Medical curricula should incorporate
lessons on cultural competence, particularly in handling sensitive topics such as pain
relief and advanced directives. Collaborations between hospitals and community
stakeholders can further enhance trust and improve quality-of-care delivery.

6. Conclusion

In this chapter, we critically examine the unique challenges associated with adopt-
ing and implementing Eurocentric palliative care within Nigeria’s diverse sociocultural
landscape. Yoruba, Igbo, and Hausa traditions, with their emphasis on communal
bonds and spiritual care, contrast sharply with global frameworks that prioritize
individual autonomy. Bridging these differing perspectives requires the integration of
Afrocentric values, such as Ubuntu, alongside legislative reforms. Traditional healers,
religious leaders, and community groups play a crucial role as culturally informed
allies, contributing valuable insights to enrich care delivery and strengthen family
engagement. Equally essential are policies that uphold the human rights of older
adults, ensuring access to informed decision-making, effective pain management,
and dignity in care. Collaboration among stakeholders—including policymakers,
healthcare professionals, religious institutions, and civil society—is critical to devel-
oping targeted programs, expanding specialized training, and removing regulatory
barriers to essential medications. Sustained investment in research, policy dialog,
and resources is indispensable for fostering an evolving palliative care paradigm that
prioritizes compassion, equity, and cultural relevance in Nigeria’s healthcare system.
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Chapter 6

Toward a Global Assessment

of Quality of Life in Pediatric
Palliative Care: A Multidisciplinary
Approach

Laia Riera-Negre, Maria Rosa Rosselld and Sebastia Verger

Abstract

The PACOPED QL is an innovative, multidimensional tool designed to evaluate the
quality of life of children in palliative care and those with complex chronic illnesses.
It addresses a critical need for comprehensive assessments that go beyond clinical
aspects to include emotional, social, and educational dimensions. Developed through
a collaborative and multidisciplinary process, the PACOPED QL captures eight key
areas of QoL, including physical and emotional well-being, social inclusion, and
personal development. The instrument’s applicability spans health care, educational,
and community settings, offering a practical framework to inform personalized care,
promote inclusion, and guide interventions. Its multidimensional design enables pro-
fessionals from diverse disciplines to address various facets of the child’s life, fostering
coordinated efforts that enhance overall well-being. Additionally, the PACOPED QL
has the potential to influence public policies by providing evidence-based insights
into the needs of this vulnerable population. Its ultimate goal is to empower caregivers
and professionals to support children holistically, ensuring they experience not only
survival but also meaningful, fulfilling lives.

Keywords: pediatric palliative care, quality of life, multidimensional assessment,
chronic illnesses, holistic care

1. Introduction

Quality of life (QoL) has emerged as a fundamental construct in research on
human well-being, becoming particularly relevant in vulnerable populations such
as children and adolescents with chronic and life-threatening illnesses [1-4]. The
World Health Organization [5] defines QoL as an individual’s perception of their
position in life, within the context of the culture and value systems in which they live,
and in relation to their goals, expectations, standards, and concerns. This definition
highlights the subjective and multidimensional nature of QoL, which extends beyond
the mere absence of disease or discomfort. In the context of Pediatric Palliative Care
(PPC), assessing QoL takes on a critical dimension, as patients face not only physical
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challenges but also psychological, social, and educational issues that profoundly
impact their well-being and that of their families [6-8].

In recent decades, PPC has evolved to more comprehensively address the needs of
children with life-threatening or life-limiting illnesses [9, 10]. Unlike adult palliative
care, the pediatric approach presents specific particularities due to the variability
of diseases, the wide age range of patients, and the central role of the family in care
[6]. The Association for Children’s Palliative Care (ACT) classifies these illnesses
into four groups, ranging from life-threatening conditions with the potential for
curative treatment to irreversible conditions involving severe disabilities [11]. This
underscores the importance of having tools capable of comprehensively evaluating
the QoL of children in these diverse contexts. Although advances in medical care have
significantly improved the survival of children with chronic conditions, research on
the socio-educational and psychological aspects of these children has been limited
[12]. Tools such as the Pediatric Quality of Life Inventory (PedsQL) and the Child
Health Questionnaire (CHQ ) have been widely used to assess QoL in pediatric
populations. However, these tools fail to adequately capture the multidimensional and
complex experiences of children in palliative care settings, where well-being extends
beyond clinical aspects to encompass emotional, educational, and social needs. This
highlights the critical need for a multidimensional instrument capable of evaluating
various aspects of well-being, including physical, emotional, psychological, social,
and educational domains.

The literature has also shown that the QoL of these patients is profoundly influ-
enced by the quality of education and the degree of social inclusion they experience
[13, 14]. Children and adolescents with life-limiting illnesses are often excluded from
traditional educational settings due to their health conditions, leading to negative
consequences for their emotional and social development [15-17]. Some studies
emphasize the importance of inclusive educational environments to promote the
participation of these children and ensure that, despite their health conditions, they
have the opportunity to learn, grow, and feel part of their community [18-20].

To address these limitations, the Palliative and Complex Pediatric QoL (PACOPED
QL) questionnaire was developed—an innovative, multidimensional instrument
designed to assess the QoL of children in palliative care and with complex chronic
illnesses. PACOPED QL is designed not only to evaluate physical well-being but also
to capture key aspects such as emotional well-being, interpersonal relationships,
self-determination, and patient rights. The theoretical foundation for the develop-
ment of this instrument is based on the holistic model by Schalock and Verdugo
[21], which has proven particularly useful for evaluating QoL in populations with
disabilities and complex needs. This multidimensional approach enables a more
accurate and comprehensive assessment of the well-being of the patient and their
family. The development of the PACOPED QL was carried out through a collaborative
and multidisciplinary process involving experts in PPC, developmental psychology,
inclusive education, caregivers, healthcare professionals, and methodology special-
ists. This collaboration was essential to ensure that the instrument accurately reflected
the unique experiences and needs of children in palliative care and that it was suitable
for use in clinical, educational, and other contexts where these children are cared
for. Furthermore, multicenter studies were conducted to validate the questionnaire’s
structure and ensure its reliability and validity across different cultural and socioeco-
nomic contexts [22].

Therefore, building on everything discussed, this chapter will focus on the need
for innovative tools that enable a comprehensive assessment of the QoL of children
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in PPC. The PACOPED QL not only fills an existing gap in the literature and clinical
practice but also contributes to the development of a more holistic and child-centered
approach, where physical, emotional, social, and educational well-being are consid-
ered inseparable parts of the care process [23]. The relevance of this instrument lies in
its application across health care, educational, and other contexts that support these
children, fostering a comprehensive understanding of the patient’s well-being. The
ultimate goal of this tool is to facilitate communication among professionals, improve
personalized care planning, and ultimately promote a better QoL for children and
their families in extraordinarily challenging circumstances.

2. Why did we do it? Justification

The QoL of children with chronic illnesses and life-limiting conditions is a critical
aspect that requires comprehensive and multidimensional evaluation [24, 25]. PPC,
unlike adult palliative care, presents unique challenges due to the wide diversity of
conditions, the variability in treatment duration, and the central role of the family
in care [13, 26]. These characteristics require a specific tool capable of accurately
capturing all relevant aspects of the child’s well-being, ensuring that the full context
in which these patients live is considered [11, 27].

Despite significant advancements in medical care, attention to the QoL of children
with palliative care needs remains insufficient, particularly regarding their emotional,
social, and educational development [6, 13]. A review of the literature highlights the
scarcity of instruments that comprehensively address the various aspects of these
children’s well-being, such as physical, emotional, psychological, social, and educa-
tional domains [24]. Furthermore, existing tools, such as the Pediatric QoL Inventory
(PedsQL) and the Child Health Questionnaire (CHQ ), while useful, do not meet
the specific needs of the PPC population, which requires a deeper and more tailored
evaluation.

In this context, the development of the PACOPED QL emerges as a response to
this urgent need. This instrument aims not only to assess the clinical aspects of the
child’s well-being but also to encompass fundamental dimensions that are often over-
looked, such as education, social inclusion, and self-determination. The inclusion of
these dimensions reflects a holistic, child-centered approach that seeks to go beyond
the illness to understand the patient as a whole and ensure a fulfilling QoL [21]. The
importance of this approach becomes even more evident when considering the impact
of educational and social exclusion on the well-being of children with life-limiting
illnesses [28]. The PACOPED QL also holds significant relevance across clinical, educa-
tional, and community contexts. In health care, it enables professionals to gain a more
comprehensive understanding of the patient’s condition, facilitating personalized care
and better treatment planning. In educational settings, this instrument has the potential
to guide educators in creating inclusive environments and adapting pedagogical strate-
gies to meet the specific needs of these students. Furthermore, the PACOPED QL has
applications in the community sphere, fostering cooperation among various stakehold-
ers involved in the child’s well-being, such as social services, support organizations, and
local communities. The multidimensionality of the PACOPED QL is one of the most
innovative and necessary aspects in the evaluation of QoL in PPC [29]. This holistic
approach enables the instrument to address everything from physical well-being to
social inclusion and personal development, providing a more comprehensive picture of
the child’s condition and identifying areas for intervention to improve their QoL. The
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multicenter validation of the instrument and its collaborative development with experts
from various disciplines enhance its applicability across different contexts and ensure
its alignment with the realities of pediatric patients with complex illnesses [22].

The design of this instrument is justified as an essential tool for assessing the QoL
of children in palliative care, addressing a critical gap in the care of this population.
Its multidimensional design and inclusive, collaborative approach make it a valuable
resource for healthcare professionals, educators, and caregivers alike. The ultimate
goal is to ensure that every child, regardless of their health condition, can achieve the
best possible QoL by addressing not only their physical needs but also their emotional,
social, and educational well-being, thereby enabling truly patient-centered care.

3. How did we do it? Methods

The creation of the PACOPED QL questionnaire was not just an academic exer-
cise—it was a thoughtful and much-needed effort to better understand and support
the well-being of children in palliative care. The process was designed to be practical
and grounded in real-life needs, always keeping the children and their families at the
center. To make this possible, the project used a multidimensional and collaborative
approach, ensuring the tool could be useful in many different settings, such as health
care, schools, and community organizations. The focus was not just on designing the
questionnaire but also on how it could be put into practice, integrated into daily care
and education, and even used as a foundation for future studies and improvements.

3.1 Design of the questionnaire: A collaborative and patient-centered approach

When we set out to develop the PACOPED QL, our first step was to identify the
essential dimensions that define the QoL for children with life-limiting conditions.
Drawing from the theoretical framework of Schalock and Verdugo [21], we identi-
fied eight key dimensions: physical well-being, emotional well-being, interpersonal
relationships, social inclusion, self-determination, rights, material well-being, and
personal development. These dimensions go beyond the child’s medical condition,
capturing fundamental aspects of their growth as social beings and their interactions
with their environment.

To ensure the questionnaire effectively addressed these dimensions, we collabo-
rated with a multidisciplinary team. This team included experts in PPC, developmen-
tal psychology, inclusive education, and research methodology. By bringing together
diverse perspectives, we made sure the questionnaire was relevant and easy to under-
stand for everyone involved—healthcare professionals, educators, and families. This
collaborative approach also helped us create a practical tool that could be applied in
both clinical and educational contexts.

Our design process was iterative, meaning we continuously refined the questionnaire
based on the feedback we received. We started with 85 items and carefully reduced them
to a final set of 50. Our goal throughout this process was to ensure that the questions
were clear, meaningful, and easy to understand for both children and their caregivers.

3.2 Contextual framework and practical relevance

The development of the PACOPED QL emerged from a broader vision to
enhance PPC, grounded in the principles of patient-centered medicine and inclusive
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education. From the very beginning, our aim was not just to create a questionnaire—it
was to inspire a cultural shift in how we understand and support the QoL of these
children. We designed the PACOPED QL as a practical tool that healthcare profes-
sionals, educators, and caregivers can seamlessly integrate into their daily routines,
enabling more personalized and meaningful interventions.

Thanks to its multidimensional design, the PACOPED QL can be adapted to
various contexts, whether in hospitals, schools, or home settings. It allows us to
evaluate essential aspects like social inclusion, access to educational activities, and
the emotional impact of treatments. Importantly, the questionnaire moves beyond
just assessing clinical status. It also considers how the child’s social and educational
environments influence their overall QoL, emphasizing the need for a holistic, whole-
person approach.

3.3 Content validation: Commitment to multidisciplinary excellence

We validated the content of the PACOPED QL using the Delphi method, engaging
14 experts from diverse disciplines to ensure each item was evaluated from multiple
perspectives. This collaborative approach allowed us to ensure that every question was
not only relevant and understandable but also addressed critical aspects of children’s
well-being. Through several rounds of expert feedback, we refined the items to
enhance their clarity and relevance. To ensure the quality of the questionnaire, we
quantified the items using Aiken’s V index, retaining only those with a score above
0.75. This meticulous process guaranteed that every question contributed meaning-
fully to a holistic evaluation of well-being. Our aim was to create a tool that offers
a thorough and impactful assessment, aligned with the broader goal of supporting
children in a comprehensive and meaningful way.

3.4 Pilot test: Grounded in feasibility and everyday realities

Once we completed the initial design of the PACOPED QL, we conducted a pilot
test involving 40 children receiving palliative care and 81 of their primary caregiv-
ers. Our goal was not only to evaluate the consistency of the questionnaire items but
also to understand how the tool could fit into the everyday lives of the participants.
To achieve this, we used a dual-response design: children responded to the questions
when possible, while caregivers provided complementary information. This approach
allowed us to gather diverse perspectives, ensuring the inclusion of children with
cognitive limitations. The results were promising, showing strong internal consis-
tency, with Cronbach’s alpha values exceeding 0.8 in most dimensions. This feedback
helped us refine certain items, particularly those where inconsistencies or interpre-
tive challenges arose. These adjustments focused on improving the user experience,
making the questionnaire more intuitive and better suited for seamless use in various
care settings.

3.5 Structural and psychometric validation: What is behind the numbers

To ensure the PACOPED QL was both reliable and meaningful, we conducted a
structural and psychometric validation, going beyond simply checking if the ques-
tionnaire was consistent. One of the key steps was performing an exploratory factor
analysis (EFA)—a statistical technique used to uncover the underlying structure of a
set of questions. Essentially, EFA helps us confirm that the questions group together
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in a way that aligns with the dimensions we aimed to measure, like emotional well-
being or social inclusion. To verify if our data was suitable for this analysis, we used
two tests. Bartlett’s test of sphericity checks whether there are relationships between
the items—an essential condition for grouping them into meaningful factors.
Meanwhile, the Kaiser-Meyer-Olkin (KMO) index measures how adequate the data
is for factor analysis, with higher values indicating a better fit. In our case, the results
showed a strong and coherent structure, confirming that the questionnaire works
well as a whole.

But we did not stop at reliability. We also wanted to ensure the questionnaire could
be used in different cultural contexts, given the diverse realities of PPC. To test this,
we validated it with multicenter samples in Spain and Ecuador. This allowed us to see
how participants from different backgrounds interpreted and responded to the ques-
tions. Analyses of internal consistency (which checks if the items within a dimension
are closely related) and stability (which ensures responses remain reliable over time)
showed that the questionnaire was not only reliable but also adaptable. This adapt-
ability is critical in a field as complex and diverse as PPC, where the cultural and social
contexts can significantly influence how QoL is perceived and supported. By making
sure the PACOPED QL works across settings, we aimed to create a tool that truly
reflects the experiences of children and their caregivers, no matter where they are.

3.6 Participants and sample: Embracing diversity and representativeness

Our study included 121 participants, comprising children in palliative care and
their primary caregivers, recruited from specialized units in Spain and Ecuador.
We used a purposive sampling method, which allowed us to include a diverse range
of conditions and situations among children in palliative care. This approach was
essential to ensure the questionnaire’s applicability across a broad spectrum of cases.
Involving caregivers as key participants was a deliberate choice, as they offer invalu-
able insights into the child’s QoL while reflecting the perspectives of those most
closely involved in daily care. This dual perspective—child and caregiver—was criti-
cal for capturing the child’s overall experience and ensuring the instrument reflected
the complexity of their realities.

3.7 Ethical considerations and social responsibility

Ethical integrity was at the heart of the PACOPED QL development process. In
addition to following the guidelines established by the Declaration of Helsinki, we
adhered to the principles of Open Science and Responsible Research and Innovation
(RRI). These principles emphasize transparency, inclusivity, and accountability,
guiding us to ensure the highest ethical standards. We took several measures to
protect participant rights, including full anonymization of data and the use of clear,
accessible informed consent forms for both caregivers and children. Our approach
emphasized respecting the dignity and autonomy of every participant, making sure
their involvement was both voluntary and meaningful.

3.8 Data analysis: Insights for action

We analyzed the collected data using R (version 4.1.2), employing both descriptive
and inferential statistical techniques to delve deeply into the results. The Shapiro-
Wilk test helped us assess whether the data followed a normal distribution, which isa

84



Toward a Global Assessment of Quality of Life in Pediatric Palliative Care: A Multidisciplinary...
DOI: http://dx.doi.org/10.5772/intechopen.1009128

foundational step in choosing appropriate statistical methods. When the data did not
meet the assumptions of normality, we used non-parametric analyses to ensure the
results remained rigorous and reliable.

Our analysis went beyond simply confirming the questionnaire’s validity and
reliability. We examined patterns that could inform future improvements and identi-
fied critical areas for intervention. For example, we explored group differences, such
as variations in QoL across cultural contexts or disparities between caregiver and
child perceptions. These findings not only validate the instrument but also highlight
the need for interventions tailored to the unique realities of each patient and their
environment, paving the way for further research and refinement of care practices.

3.9 Implications and future applications

The PACOPED QL is more than just a tool for measurement—it is a catalyst for
intervention and decision-making. Its use in clinical, educational, and community
settings opens up opportunities to plan personalized care, pinpoint areas that need
improvement, and foster the social and educational inclusion of children in pallia-
tive care. The instrument’s value goes far beyond simple assessment; it is designed to
transform how we understand and support these children, serving as a guide for pro-
fessionals and caregivers to actively enhance their QoL. This tool also has the potential
to influence broader health and education policies. By generating reliable, relevant
data about the QoL of children in palliative care, the PACOPED QL can support the
development of initiatives that promote best practices in PPC. Additionally, it can
help advocate for equitable access to tailored educational resources, ensuring that all
children, regardless of their circumstances, receive the support they need to thrive.
In this way, the PACOPED QL not only assesses the present but also shapes a more
inclusive and compassionate future for children in palliative care and their families.

4. Dimensions of QoL in the PACOPED QL instrument

The PACOPED QL is built around eight key areas that together paint a full picture of
what QoL means for children in palliative care. Based on Schalock and Verdugo’s model
[21], these areas are all connected, showing that each part of a child’s well-being affects
and is affected by the others. Here is an overview of each dimension and why it matters:

4.1 Physical well-being

Physical well-being is at the heart of understanding QoL, especially for children
with chronic illnesses or those in palliative care. This dimension looks at things like
pain, energy levels, and how much the child can take part in everyday activities.
Managing pain and other symptoms effectively is essential in palliative care, as it
helps children experience moments of comfort and joy, even in small ways. In the
PACOPED QL, we focus on this area to ensure that care is not just about extending life
but about making sure each day is as comfortable and dignified as possible.

4.2 Emotional well-being

Emotional well-being focuses on how children feel on the inside, including
emotions like fear, sadness, and anxiety, as well as positive feelings like joy and
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hope. In palliative care, understanding these emotions is vital—not just to address
pain or worry, but also to find sources of strength and happiness. By assessing this
dimension, we can better understand how children cope with their illness and create
personalized strategies to support their emotional stability and resilience.

4.3 Interpersonal relationships

Relationships are at the core of a child’s life, especially when they face a serious
illness. This dimension looks at how connected children feel to their family, friends,
and caregivers. These interactions play a huge role in providing emotional safety and
a sense of belonging. For children in palliative care, supportive relationships can be a
powerful source of comfort and strength. Through this dimension, we aim to identify
ways to strengthen these bonds, ensuring children feel accompanied and understood.

4.4 Social inclusion

Social inclusion is about making sure children feel part of their community and
everyday activities, like school or play. Many children in palliative care face barriers
that isolate them, which can impact their confidence and sense of belonging. This
dimension evaluates how much the child is involved and treated as a valued member
of society. By addressing challenges to inclusion, we can create opportunities for
meaningful participation, enhancing their QoL.

4.5 Self-determination

Self-determination is the child’s ability to make choices about their life, even in small
ways. While their condition might limit their independence, being involved in deci-
sions—whether about their care, daily activities, or preferences—helps them feel valued
and in control. This dimension measures how much children feel they can express their
wishes and have a say in their lives, boosting their confidence and sense of autonomy.

4.6 Rights

Every child has basic rights, like being treated with respect, receiving proper care,
and having their voice heard. This dimension focuses on whether these rights are upheld,
ensuring children are treated with the dignity they deserve. In palliative care, respecting
these rights is not just ethical—it directly enhances their well-being and sense of worth.

4.7 Material well-being

Material well-being looks at whether children and their families have access to the
resources they need, like a safe home, proper food, and financial support for medical
or daily necessities. For families dealing with a life-limiting illness, these resources
can make a big difference in how they cope. This dimension helps identify any gaps
and ensures that children have a stable and supportive environment.

4.8 Personal development

Personal development is about giving children opportunities to learn, grow, and
explore their interests, even when facing severe illness. This dimension looks at
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whether children can continue to develop their skills and achieve personal milestones,
no matter how small. These opportunities allow them to maintain a sense of purpose
and progress, contributing to their overall well-being and happiness.

5. Why multidimensionality matters today

The multidimensional approach of the PACOPED QL provides a deep and well-
rounded view of the well-being of children in palliative care. Each dimension sheds
light on a different aspect of the child’ life, and together, they create a complete
picture that allows for more personalized and meaningful interventions. In today’s
world, where pediatric care increasingly focuses on integration and putting the
patient at the center, an instrument like this—addressing physical, emotional, social,
and personal growth—ensures that care truly prioritizes QoL in all its forms. The
PACOPED QL is designed not just to measure but to inspire action. By highlighting
specific areas that need attention, it empowers professionals and caregivers to make
meaningful changes that directly improve the child’s life. It transforms assessment
into practical steps, helping children live fuller, more meaningful lives, even in the
face of complex challenges.

6. How the PACOPED QL makes a difference in everyday care

The PACOPED QL was created to be a practical tool that works in the real-world
settings where children in palliative care live, learn, and grow. Whether it is in hospi-
tals, schools, or community programs, this tool helps professionals understand what
each child needs to improve their QoL. Here is how it is used and why it is important
for bringing different areas of care together (Table1).

In healthcare settings, the PACOPED QL is a vital tool for looking beyond medical
treatments to the broader needs of the child. It helps doctors, nurses, and other health
professionals understand how pain, emotional well-being, and other factors impact
the child’s overall QoL. The results guide personalized care plans that prioritize com-
fort and dignity while addressing physical and emotional challenges. For instance, if
the questionnaire reveals unaddressed pain or high anxiety, healthcare providers can
adjust treatment strategies to improve the child’s comfort and engagement in daily
life. This holistic view ensures that care decisions support not just survival but also
meaningful, positive experiences for the child.

In schools, the PACOPED QL helps educators understand the unique barriers that
children in palliative care may face, such as difficulties with inclusion, participa-
tion, or developmental progress. Armed with this knowledge, teachers can adapt the
classroom environment and learning strategies to better meet the child’s needs. This
might involve tailoring lesson plans, creating flexible schedules, or providing addi-
tional support to ensure the child feels included and engaged. By fostering cognitive
and emotional growth in a supportive setting, educators can help these children stay
connected to their peers and continue to learn despite their health challenges.

In the broader community, the PACOPED QL serves as a guide for organiza-
tions that provide support to children with complex illnesses and their families. The
questionnaire identifies areas where families may need more help, such as access
to in-home care, inclusive recreational activities, or additional financial support.
Community programs can use this data to develop services that complement efforts
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Applications Highlights

Clinical Vital tool for holistic care in healthcare settings.

Guides personalized care plans addressing pain, emotional

well-being, and QoL.

Adjusts treatment strategies for better comfort and meaningful
experiences.

Educational Identifies barriers to inclusion and participation in schools.

Helps adapt classroom environments and learning strategies.

Supports cognitive and emotional growth in a tailored,
inclusive setting.

Community Highlights family support needs, such as in-home care or

financial aid.

Guides community programs to complement healthcare and
education efforts.

Promotes comprehensive care, including inclusive recreational
activities.

Multidisciplinary collaboration Encourages coordination among health care, education, and

community professionals.

Integrates expertise to address physical, emotional, and social
needs.

Ensures a cohesive approach to the child’s well-being.

Public policy Provides data to identify gaps in health care, education, and

social support.

Advocates for better resources, inclusive initiatives, and
financial aid.

Supports evidence-based policy changes to foster inclusivity
and compassion.

Table1.
Highlights of PACOPED QL applications.

in health care and education, ensuring that all aspects of the child’s life are supported.
For example, a recreational program designed to promote social inclusion can work
hand-in-hand with clinical pain management and educational adaptations, creating a
more comprehensive care framework.

The true strength of the PACOPED QL lies in its ability to bring together profes-
sionals from different disciplines. Physicians, nurses, psychologists, social workers,
teachers, and community volunteers can all use the insights from the questionnaire
to address various aspects of the child’s well-being. For example, healthcare providers
may address physical symptoms highlighted in the questionnaire, while psycholo-
gists focus on emotional well-being, and educators adjust the school environment to
enhance inclusion. This shared understanding encourages collaboration, ensuring
that all facets of the child’s life are cared for in a coordinated way, with each profes-
sional contributing their expertise.

The PACOPED QL does not just benefit individual children—it has the potential
to shape public policies. By providing clear and reliable data on the QoL of children
in palliative care, the questionnaire highlights gaps and opportunities in health care,
education, and social support systems. Policymakers can use this information to advo-
cate for better resources and programs, such as specialized training for healthcare
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professionals, inclusive education initiatives, or financial support for families. For
example, national guidelines for PPC could be informed by data from the PACOPED
QL, ensuring that every child receives equitable and comprehensive support. This
evidence-based approach helps build awareness, drive investment, and create policies
that improve the lives of children with complex medical needs and their families,
fostering a more inclusive and compassionate society.

While the PACOPED QL also holds potential for influencing public policy in
health care and education, we recognize that this is an ambitious goal. Changing
policy is a complex process, but this instrument represents an important first step
by providing the evidence and insights needed to advocate for meaningful systemic
change. Even small advancements in awareness and resource allocation can make a
significant difference over time.

The PACOPED QL is more than just a tool for measuring QoL—it is a practical
resource for driving meaningful interventions. Its multidimensional design and empha-
sis on real-world usability not only allow us to assess the well-being of children in pallia-
tive care but also inspire concrete improvements in the way care is delivered. What makes
the PACOPED QL especially relevant is its ability to bring together all the key people ina
child’s life—healthcare professionals, educators, and community members—offering a
shared framework to actively enhance the QoL for these children and their families.

7. Building on the PACOPED QL: Challenges and next steps

While the PACOPED QL has made a significant impact in understanding and support-
ing the QoL of children in palliative care, there are still challenges to overcome and oppor-
tunities for growth. Addressing these will help ensure the tool reaches its full potential
and continues to make a difference in the lives of children, families, and professionals.

One major challenge is adapting the questionnaire to diverse cultural and socio-
economic contexts. Healthcare and education systems vary widely across countries,
and for the PACOPED QL to be truly effective, it must be flexible and culturally sensi-
tive. This requires more than translation—it involves tailoring the questionnaire to
reflect local cultural norms, values, and conditions. Cross-cultural validation will be
key to ensuring the instrument remains accurate and relevant, no matter the setting.

Another hurdle lies in integrating the PACOPED QL into the daily workflows of
professionals. Even though the tool is designed to be practical, limited resources and
heavy workloads in some settings may create barriers to its use. Overcoming this
requires strategies to train professionals effectively and to streamline the implementa-
tion process. Future developments could include embedding the PACOPED QL into
electronic medical record systems or creating automated tools for data collection and
analysis, reducing the administrative burden on already stretched teams. Research
should also explore how the PACOPED QL can evaluate the impact of specific inter-
ventions on childrens QoL. For example, studies could investigate how well the tool
measures the effectiveness of personalized educational programs, innovative pain
management techniques, or psychosocial support systems. These insights would not
only refine the tool further but also provide evidence-based recommendations for
broader adoption of successful strategies in diverse contexts.

Digitalizing the PACOPED QL represents another promising direction for enhanc-
ing its accessibility and usability. Developing mobile apps or online platforms could
simplify data collection, allow for real-time monitoring, and provide quicker, more
precise feedback. Digital versions could also make the questionnaire more engaging
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and interactive for children, especially those with communication or cognitive chal-
lenges, by incorporating visuals or adaptive technologies. Additionally, digital tools
could empower caregivers and professionals with immediate insights, enabling timely
and targeted interventions.

By addressing these challenges and pursuing these directions, the PACOPED QL
can continue to evolve as a powerful, transformative tool—not just for assessing QoL,
but for actively improving it for children in palliative care and those who support them.

8. A step toward transforming care: Conclusions

The PACOPED QL marks a meaningful shift in PPC, offering a deeply human
and comprehensive approach to understanding the QoL of children with life-limiting
conditions. This tool goes far beyond simply measuring well-being; it serves as a call
to action for all those involved in the care of these children. It reminds us to look
beyond medical symptoms and see the child as a whole person, with emotional,
social, educational, and personal dimensions that deserve attention and care.

In a world where health care can sometimes feel impersonal or overly technical,
the PACOPED QL emphasizes the importance of compassion and connection. It chal-
lenges us to not only prolong life but to make every moment meaningful, comfortable,
and dignified. By placing the child and their family at the center, this tool fosters a
collaborative approach where physicians, nurses, psychologists, educators, caregivers,
and communities work together to create a more holistic and nurturing care system.
While the path forward is not without challenges, the PACOPED QL offers a vision
of what is possible. It illuminates the potential for truly inclusive and compassionate
care that adapts to the unique needs of each child. Its ultimate measure of success
will not lie in the numbers it generates but in the tangible changes it inspires—help-
ing caregivers feel more supported, professionals feel more empowered, and, most
importantly, children feel seen, valued, and loved.

The challenges we face in adapting the PACOPED QL to diverse cultural and prac-
tical contexts are real. Yet, this tool lays the foundation for continued innovation and
progress. It is a first step in building systems of care that listen to children and their
families, recognize their voices, and honor their experiences. Through this work, we
aspire to create a world where every child, regardless of their condition, can live a life
filled with meaning and connection. The PACOPED QL is a reminder that even in the
face of great challenges, there is always room for dignity, compassion, and hope—and
that these qualities can transform care into something truly life-affirming.
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Chantal Biya Foundation
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Abstract

Pain in Cameroonian society is not always considered a health problem; enduring
pain is a sign of courage. The objective of our study was to evaluate the knowledge,
attitudes and practices of CME/FCB physicians on pain in children and its manage-
ment. A descriptive and analytical CAP study was conducted at the CME/FCB from
June 2020 to January 2021. We compared the physician survey with patient records
seen during the same time. Fifty doctors were included, and 200 hospitalisation
records were analysed. The average number of years of service was 4.28 + 3.81 years.
The knowledge of pain assessment was 20% good, moderate 64%, and 16% insuf-
ficient. Among doctors, 50% say they systematically assess pain. In the review of the
200 records, pain was assessed in 4 cases, or 4% by the Visual Analogue Scale 60%.
The quality of attitudes was approximately 44%, 30% wrong, and 26% fair. Painful
medical procedures were performed in 62 (31%) of the cases during the study period,
and 92% of these patients had not received premedication. Hospital physicians had
alack of knowledge and there was underestimation and insufficient management of
pain in children’s charts.

Keywords: pain, child, evaluation, scales, symptoms

1. Introduction

Pain is an unpleasant stimulus, occurring as a result of injury, illness or medical
procedures experienced by adults and children, including newborns [1]. It is associ-
ated with increased anxiety, avoidance, somatic disorders and increased distress of
parents [2]. Pain is felt at any age, according to the American Medical Association;
infants and children experience painful stimuli more intensely than adults, due to the
inflammatory response and the absence of central inhibitory influence [3]. Infants
and children, who experience pain early in life, have been shown to show long-term
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changes in their perception of pain, eating and sleep disorders [4]. In Cameroonian
socio-cultural representation, pain is not always seen as a health problem, and
enduring pain is proof of courage. Pain management is not a major concern; personal
beliefs, lack of training, and insufficient devices and medications are the factors that
can influence the management of the child’s pain. The literature is full of tools for
pain assessment and management [1, 5, 6]. As pain is a real concern in paediatrics
with harmful consequences if not treated, we conducted a study, so the objective was
to evaluate the knowledge, attitudes and practices of the doctors of the Mother and
Child Centre of the Chantal Biya Foundation (CME/FCB) on the pain of the child and
its management.

2. Methodology

We conducted a descriptive and analytical study of the Knowledge, Attitude,
Practice (CAP) type at the Mother and Child Centre of the Chantal Biya Foundation
of Yaoundé (CME-FCB). A reference university paediatric hospital in Cameroon,
which has emergency, nephrology, neurology, endocrinology, cardiology, infectiol-
ogy, resuscitation, neonatology, nutrition, haematology and paediatric oncology
services from June 2020 to January 2021.

The study population consisted of the emergency department physicians, the
physicians taking night shift at the emergency room, the paediatricians supervising
the emergency room, and the records of the 0-14-year-olds examined during the
study period.

Our work was divided into two parts:

* The first part was the inclusion of doctors through the filling in of an individual
technical sheet that allowed them to evaluate their knowledge, and determine
their attitudes and practices on the evaluation and management of pain in
children.

* The second part consisted of checking the practices of each doctor from the
study of the patient records seen by the various doctors included in the study.

Ethical considerations: the administrative authorisation was given by the Mother
and Child Centre of the Chantal Biya Foundation. Consent forms were signed by
the participants. These consents indicated the purpose of the study and the benefits.
Participation was voluntary.

Questionnaire: Two structured questionnaires were designed. The first was admin-
istered to the participants to obtain demographic information (8 questions), knowl-
edge on the evaluation of the child’s pain (6 questions), attitude of the doctors toward
the child’s pain (7 questions), and practice for the management of the child’s pain
(11 questions). The second questionnaire completed by the investigators comprised
8 questions evaluating the demographic information, pathologies, evaluation and
management of the patient’s pain seen by these doctors.

Statistical analysis: The full knowledge, attitude and practice scores were 20, 20 and
12, respectively. The scores of all the questions in each part had been summed to give
the total score as a percentage-weighted index score for the level of knowledge, atti-
tudes and practices in child pain assessment and management. According to the KAP
study methodology, the overall knowledge assessment was rated as follows: 0-50%:
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poor knowledge, 50-65%: insufficient knowledge, 65-85%: average knowledge,

>85%: good knowledge. Assessment of overall attitudes: 0-50%: negative attitudes,
50-65%: wrong attitudes, 65-85%: approximate attitudes, *85%: right attitudes. Global
Practice Assessment [7]: 0-50%: harmful practices, 50-70%: inadequate practices, >70:
adequate practices. Quantitative data processing was carried out using Epi-Info version
3.5.4 and Microsoft Office Excel 2013 software. Continuous variables were summarised
as means and standard deviations, and categorical variables were reported as frequen-
cies and percentages for evaluation of descriptive statistics results. The odd ratios were
calculated to assess risk factors. P value <0.05 was considered statistically significant.

3. Results

We included 50 doctors and analysed 200 patient records. The average age of the
physicians was 33.08 + 7.73 years. The sex ratio was 0.35. General Practitioners (GPs)
were the most represented with a percentage of 42%, 12% were paediatricians, 26%
were junior residents, and 20% were senior residents. Professional experience had
amean year of service of 4.28 + 3.81 years, (34) 74% of physicians had experience
of 5 years or less and (05) 10% had experience of more than 11 years, (08) 16% had
experience of 6-10 years (Figures1-3).

3.1 How well doctors know how to evaluate pain in children

During the surveys, screaming and crying were the signs known by the doctors
(100%), while slowness, rarity of movements (16%), and an expressionless child
(12%) were less known as signs referring to pain. Doctors thought the presence of
parents was necessary to approach the painful child at 90%, and 94% thought that
routine assessment of the child’s pain at entry with a suitable scale would improve
management. All physicians reported assessing pain in children they received in con-
sultation, and the most well-known scales were: Visual Analogue Scale (VAS), Single
Verbal Scale (SPE), Digital Scale (EN), Six Face Scale, 92% Male Scheme, 92, 70, 70,

Age in Years (n=50)

« [25-35]
» [36-45]
245

Figure 1.
Physician age.
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Experience (years) (n=50)

= [1-5]
= [6-10]
>11

Figure 2.
Physician experience.

Grade (n=50)

= General Practitioner = Paediatrician = Junior resident = Senior resident

Figure 3.
Physician grade.

and 60%, respectively. The least known scale was the comfort scale with a percentage
of 2% (Figure 4).

3.2 Physician attitudes toward pain evaluation

In our study, (18) 9% of physicians reported assessing pain “rarely” in children they
received in consultation, while (14) 28% reported “often,” (11) 22% reported “occasion-
ally,” and (16) 8% reported “always.” Upon patient entry into the centre, (6) 12% reported
assessing pain while (19) 38% assessed pain during hospitalisation and (25) 50% assessed
pain systematically. A validated scale was used in 20% of physicians (Figure 5).

Six out of 10 physicians, or 60%, used the visual analogue scale as a pain rat-
ing scale, while 40% used the simple verbal scale. Barriers to pain assessment were
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Figure 4.
Knowledge of pain assessment scales by grade.
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communication with the child (54%), non-adherence of the child (46%), lack of
rating scale (38%), lack of time (36%), and forgetting (2%) (Figure 6).

3.3 Physician practices

Doctors (45) 90% did not have a pain management protocol in their departments.
For pharmacological management, the drugs used were paracetamol 100%, tramadol
92%, non-steroidal anti-inflammatory drugs 86%, morphine injectable 30%, and
paracetamol codeine 20%.

Non-pharmacological measures used were breastfeeding (86%), distraction
(64%), massage (58%), and non-nutritive sucking (36%).
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Different Barriers to Pain Evaluation
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Figure 6.
Different barriers to pain evaluation.

In the face of pain, 48% did not use pain management methods, 16% used xylo-
caine, 8% used EMLA cream and 12% used distraction.

3.4 Knowledge, attitudes and practices assessment score

Knowledge was average in (32) 64%, (8) 16% were inadequate, and (10) 20% were
well known.

For attitudes, (22) 44% had approximate attitudes (13) 26% of negative attitudes
and (15) 30% of erroneous attitudes.

For practices, (24) 48% had adequate practices, (24) 48% were inadequate, and
(2) only 4% had harmful practices (Figure 7).
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Physician knowledge, attitudes and practice on child pain.
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Variables Inadequate practices OR (IC 95%) Pvalue
Yesn (%) No n(%) Totaln(%)
Wrong attitudes
Yes 27 (58.7) 19 (41.3) 46 (92) — 0.040
No 0 (0) 4 (100) 4(8)
Table 1.

Relationship between incorrect attitudes and inadequate practices.

3.4.1 Search for association factors

No significant relationship was found between gender, age, grade, seniority and
insufficient knowledge. However, seniority >11 years was protective of erroneous
attitudes with an odd ratio of 0.03 (0-0.65) and a P value = 0.020. Also, the paediatric
grade was protective at 0.05 (0-0.82) and a P value of 0.030 for erroneous attitudes
and inappropriate practices with an odd ratio of 0 (0-0.47) and a P value of 0.010.

No significant link was found between inadequate knowledge and mistaken
attitudes, nor between inadequate knowledge and inadequate practices (Table 1).

There is a significant relationship between wrong attitudes and inappropriate prac-
tices with a P value of 0.04. 58% of our sample had wrong attitudes and inappropriate
practices. Insufficient knowledge exposed 1.03 (0.26-4.24) times to improper practices.
In our study, 6 of the 50 physicians surveyed had inadequate knowledge and practices.

4. File review

The mean age of our patients was 66.3 + 45.3 with a minimum of 06 months and a
maximum of 168 months, i.e., 14 years. A sex ratio of 1.4. The pain assessment of the
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Drug management of pain.
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200 files collected was performed in only 09 files, i.e., 4.5%, and the rating scale used
was the visual analogue scale. A medical procedure that could cause pain was per-
formed on 62 patients, or 31.0%. Myelogram was 61.3%, lumbar puncture was 27%,
and other procedures were 11.7%. Pain management prerequisites were found in only
13 cases in our sample, 6.5% primarily by xylocaine. Non-drug management of pain
was found in 04 patients, including breastfeeding and massage. The most commonly
used analgesics were paracetamol (78%), tramadol (39%) morphine for injection
(19%) (Figure 8).

5. Discussion
5.1 Characteristics of our study population
5.1.1 Physician population: Age, length of service and grade

Pain in children is a reality and underestimated in our context [8]. Many child-
hood illnesses are accompanied by pain from common acute diseases such as angina,
urinary tract infections, malaria, etc., to chronic diseases such as homozygous sickle
cell disease in our context [9-11]. Pain is a perception that differs depending on the
child’s age [12, 13]. Recognition of pain and its evaluation will depend on the desire to
search for pain and the skills of health professionals [14]. In our study, the mean age
of the doctors was 33.08 years, with the extremes of 25 and 45 years with a sex ratio of
0.35. Freitas et al. in a study of child pain also found a predominance of females [8].
General practitioners accounted for 42% with professional experience between 1 and
15 years and an average of 4.28 + 3.81 years. These data are similar to Kim et al. data
in Korea, which had an average physician age of 29.9 years and an average duration of
practice of 2.7 years [15].

5.1.2 Knowledge of pain assessment

Our population studied was a minimum of 06 months and a maximum of
168 months, or 14 years of age. In paediatrics, the expression of pain depends on age
[12]. Thus, the newborn and the infant perceive pain but do not express it like the
older child and the adolescent. The symptoms and clinical signs of pain as well as
the pain assessment tools depend on the age and cognitive development of children
[5]. In our study, screaming and crying were known as signs of pain; alone they
refer to other perceptions in newborns and infants, such as hunger, sweating, and
cold. Considering crying and screaming as referring to pain in this age group is not
enough; they must be associated with other conditions such as the inability to calm
the child, insomnia, reactions such as agitated movements, slowness, and a scarcity
of movements. Expressing pain at this age is made difficult by the impossibility of
using speech. Psychomotor atony, an extreme sign of pain, is found in a child who
has lost all interest in those around him due to prolonged pain. The child becomes
expressionless, as if empty with a smooth face, with no response from him when
asked.

This is a serious sign that requires urgent diagnosis and treatment [16]. These find-
ings were not found in our study and were due to a lack of knowledge of signs of pain
in infants. In children aged 2 to 7 years, signs such as fear, anxiety, or aggression refer
to pain, but this component of pain in children is often overlooked [17]. This lack of
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knowledge leads to an underestimation of the child’s pain; in fact, Vincent et al. found
that children are not always believed by their families and carers in their expression of
pain because they are sometimes seen as exaggerating their pain [18]. Thus, thereisa
lack of knowledge of the child’s signs of pain. Linhares et al. show in their study that
68% of the children interviewed claimed to have pain, but only 38% of the doctors
found pain [19, 20]. Pain assessment makes it possible to render a subjective phe-
nomenon objective, and thus, by using valid objective tools, it is possible to confirm
the existence of pain, assess the intensity, determine the necessary analgesic means,
to evaluate the effectiveness of the instituted treatment, and to adapt the treatment.
Thus, good training in recognising pain in children and using valid age-appropriate
tools will lead to good pain management [5].

The need for parents to be present at the child’s visit was recognised in 90%
of doctors, who said their presence was necessary to address the painful child.
Subhashini et al. found the same notion in 93.5% of the staff studied [2].

Indeed, the presence of the parent with their sick child is necessary, especially if
itis an infant, a young child or even an older child. Good communication between
the parents of the sick child and the health professional aims to put the child at ease
and create familiar contact with him, even if this objective is not easy to achieve
from the first contact. On the other hand, this parental presence does not condition
the assessment of the child’s pain, which represents a professional technique for
better care.

Some parents could reassure children and explain the treatment in familiar terms
to them, especially during procedures such as lumbar, bone marrow, or pleural
punctures; a good understanding of the parents and their adherence to the procedure
makes it easier to carry out and generates fewer fears from children [21]. Assessing
the child’s pain is a challenge, a daily task that is truly carried out from the first visit
and throughout their hospital stay. It requires being able to remain in an essential
relationship, have a score, and adapt therapies. Whether it is an acute pain illness-
related or chronic pain, the presence of parents is not necessary to affirm and assess
the child’s pain. All doctors in our study assessed pain in the children they saw for
consultation, and 94% reported that routine pain assessment at entry by an appropri-
ate scale improves pain management.

Pain assessment only at entry or during consultation is insufficient. The pain
may get worse or less over time. The first treatment, therefore, requires an evalua-
tion throughout the child’s stay and would make it possible to modify the treatment.
This attitude indicates a lack of adequate pain management for children by health
professionals.

The best-known scales were 92% Visual Analogue Scale (VAS), 92% Verbal
Simple Scale (VSS), and 70% numerical Scale (NS). In our study, physicians had
little knowledge of the hetero-assessment tools that are needed to assess pain in
infants and young children. The best-known self-assessment scale (VSS) in our study
population is the least mentioned in practice. The best use scale in practice is visual
analogue Scale (VAS), which is not familiar to our physicians; the reason is unknown.
Nevertheless, we can highlight the absence of assessment tools in the services as a
barrier to knowledge and assessment of pain with this scale. These data are better
than those found by Freitas et al., which had only 31.1% knowledge of scales and
8.8% use [8]. Mentioning knowledge of the tools does not mean use appropriate to
the child’s age and/or disability. In our study, the use of EVS by all healthcare profes-
sionals reflects the lack of accurate data on signs and symptoms of pain across age
groups.
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5.1.3 Physician attitudes toward pain evaluation

Our study found that only 20% of doctors used valid scales, while 80% used
subjective methods to assess pain. Therefore, among the barriers to pain assessment
mentioned, only the lack of tools can be considered. Other reasons cannot be consid-
ered barriers because the hetero assessment that is done by healthcare practitioners
using multiple items does not require patient participation for evaluation.

We found a discrepancy between the responses from the survey of health profes-
sionals and their handling of the files reviewed by them. Only 4.5% of these cases
were assessed on a scale. These scales were not appropriate for the child’s age and
situation and could not allow for team-to-team monitoring. Moreover, only 8% of the
doctors interviewed said that they “always” evaluated pain in children they received
in consultation, while 28% evaluated it “often,” 22% “occasionally,” and 9% “rarely.”
Yet pain must be evaluated throughout the disease because pain treatment must be
offered at the same time as the causative treatment. The study by Bougtoub et al. in
2012 found a systematic evaluation of 17% [22]. Stevens et al. in Canada found that
in a population of 2987 children, pain was managed in only 28.3% of documented
painful procedures [23]. Yet the stress and discomfort associated with pain have
long-term negative effects on patients and their parents/carers. It can contribute to
eating and sleeping disorders, cause post-traumatic stress disorder, decrease social
skills, or increase fears [4]. In our study, for the management of pain caused by a pain-
ful gesture, only 6% of children had premedication, the main one being injectable
xylocaine, which is also a source of pain and crying in children. This result indicates
that premedication of painful procedures is not considered in our context; 90% of
the doctors concerned declare that they do not have a protocol for managing the pain
induced in their departments.

5.1.4 Physician practices

The survey of professionals shows that the practitioners’ assertions are erroneous,
and we can therefore conclude that pain management is not effective in the health
facility. The shortcomings of health professionals are explained in this study by the
different obstacles observed, which were communication, non-compliance of the
child, lack of scale, lack of time, understanding and forgetting.

Inadequate scale leads to misinterpretation of pain and inadequate management.
Pain evaluation is the first step in successful pain management [24]. Carers’ attitude
to the child’s pain differs from what is known. Indeed, as Kim et al. point out, while
many doctors believe they are highly trained in managing pain, they have insufficient
attitudes and a level of knowledge [15]. Assessing and understanding what the child
may be experiencing requires empathy for the child and family, observation of the
child at rest, from afar, and on physical examination, and then the use of a tool that
can be measured by scientifically valid scores called rating scales. Only an assessment
with a score that is reliable is the one that gives the key to choosing and adapting
the prescription [25]. The beliefs of carers, and parents, and misconceptions (for
example, “children do not feel as much pain as adults”) are a springboard for inad-
equate pain management [26, 27]. According to the Brazilian Society of Pain Studies
(SBED), the main obstacles to pain treatment are inadequate education and training
of health professionals, difficulties in pain assessment, lack of knowledge about the
pharmacology of opioids and fear of opioids (adverse effects), lack of priority for pain
treatment, difficulties in pain reassessment, and proposed treatments [22, 28, 29].
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Awareness-raising and training about children’ pain are key to identifying and treat-
ing pain by healthcare practitioners. Thus, in our study, the absence of specific signs
of pain in the files examined shows the lack of staff knowledge in the assessment and
management of pain. The overall knowledge, attitudes, and practices of physicians in
our study were below average.

These figures are a logical continuation of the data on knowledge, which was
mostly poor due to the lack of training on child pain in front of young professionals
with still limited professional experience in the management of infant and small
child pain. Indeed, seniority >11 years was protective of erroneous attitudes with an
odd ratio of 0.03 (0-0.65) and a P value = 0.020. The search for factors influencing
inappropriate practices showed that the paediatric grade was protective 0.05 (0-0.82)
and a P value of 0.030 of erroneous attitudes and inappropriate practices with an
odds ratio of 0 (0-0.47) and a P value of 0.010. Furthermore, in this study, we sought
arelationship between inadequate knowledge and wrong attitudes on the one hand
between inadequate knowledge and wrong practices on the other hand, and between
wrong attitudes and wrong practices on the other. There is a significant relationship
between wrong attitudes and inappropriate practices with a P value of 0.04. 58% of
our sample had wrong attitudes and inappropriate practices. Insufficient knowledge
exposed 1.03 (0.26-4.24) times to improper practices.

6. Limit of study

Throughout this study, we have encountered difficulties with the collaboration
of some doctors and the negligence of some carers during the filling of the medical
records of the patients.
7. Conclusion

Data from our study show that most healthcare professionals are not trained in
the management of children’s pain, and the pain assessment tools they mention are
not age-appropriate. There is a lack of knowledge about pain in relation to age groups.
Specific training on the child’s pain is needed in health training.
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Perspective Chapter: India and
Palliative Care — Opportunities
and Barriers
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Abstract

The chapter focuses on the current health model of India and the health
infrastructure followed in the country to date. India is a country with linguistic and
cultural diversity, and it is replete with distinctive beliefs related to life and death. Being
a collectivistic culture with a norm of serving communities, volunteerism has uplifted
the country’s health needs both during the COVID-19 pandemic and in serving criti-
cally ill patients. Pallium India and Accredited Social Health Activist workers have done
tremendous work in serving people and communities in the most remote areas of the
country. The chapter discusses combining the strength of community-based palliative
care and Accredited Social Health Activists to meet the growing need of individuals
with serious illnesses and ensuring access to palliative care. The use of advance care
planning as a tool to initiate palliative care at the diagnosis of a serious illness rather than
at end of life to move palliative care into the community is described. Finally, there isa
discussion of the lack of multidisciplinary treatment in palliative care in India, which
negatively impacts comprehensive care and quality of life.

Keywords: palliative care, India, pallium India, accredited social health activist,
advance care planning, opportunities, barriers

1. Introduction

India is the seventh-largest country by geography and the second-most-populated
country in the world [1]. There are 28 states, each with their own governments, and eight
union territories governed in part or whole, by the union government of India. Along
with being endowed with natural resources, India is known for its economic strategies
and politics being the largest democratic country in the world. The country has a rich
linguistic and cultural diversity with dialects and rituals changing every 100 km [1].

With such diversity, there are disparate views on life and death. Life and death are
phenomena considered as the two sides of the same coin. While there are celebrations
and community-level rituals related to birth, there are also rituals associated with
death [2]. These rituals are different in different religions that are practiced in India.
For birth, it is common to distribute sweets in the neighborhood, donate money or
food at religious places, and exchange gifts in the family. For death, there are varying
rituals depending on one’s religion.

1 IntechOpen
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The cultural diversity on death is reflected in the beliefs and rituals of the
many religions [2]. The most common religion is Hinduism. Individuals practicing
Hinduism prefer to die at home surrounded by loved ones. The end-of-life is associ-
ated with detachment from the physical and material world and preparing for death
through meditation, prayers. Chanting of vedic, Hindu scripture mantras, occur
alongside the dying person which is believed to help the family in coping with the loss
of the deceased. Statements like “bad deeds conducted in past or present life, God’s
will, and God recalls back from earth good people” are common narratives that are
believed. Additionally, reframing statements like renunciation from material world,
and reincarnation to a better life are phrases common among followers of Hinduism
that help them cope with bereavement.

Other religions have differing rituals [2]. Individuals practicing Buddhism believe
in the concept of reincarnation and detachment from the material world, with a more
specific belief in discouraging the use of narcotics at the end-of-life. Individuals who
practice Jainism believe that the soul and the physical body are two different entities
and that death brings the end of the physical body but not the soul which continues
to live. Jainism teaches about attaining ‘moksha’ or breaking the cycle of life and death
to achieve liberation. Individuals who practice Christianity in India believe in the
concept of sin and punishment which is associated with suffering and death. This
is accompanied by the belief that soul lives after death. Those practicing Islam, also
believe in submission of suffering to the Almighty, but allow the use of opioids to
manage severe pain in dying patients. It is essential to understand the beliefs of life
and death in India to ensure care for patients with terminal illnesses matches religious
perspectives along with influences on the acceptance of palliative care [2].

2. Healthcare delivery

The health care model of India follows a triarchic model (shown graphically in
Figure 1). The health infrastructure and healthcare system are divided into a three-
tier system, namely primary, secondary and tertiary levels [3, 4]. The primary level
includes subcenters and primary health centers and is the first point of contact for the
community. These centers provide services related to maternal and child health, com-
municable and non-communicable disease control programs, family planning, health

Tertiary level: located in
main cities of a state

Secondary Level: Located in
sub-urban areas

Primary Health Centers:
located in rural and sub-
urban areas

Figure 1.
Healthcare model of India.
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education, and basic laboratory services. The secondary level includes community
health centers and district hospitals that provide more specialized care. The primary
and secondary health centers are located in rural and suburban geographical areas.
The tertiary care centers include medical colleges and specialized hospitals, which
offer advanced medical services and treatments on ‘disease control.

Despite the efficient three-tiered health system that ensures healthcare needs are
met by the population living in the most remote areas, accessibility of the healthcare
services is still a challenge. The Indian healthcare sector occupies a modest 2.1%
of the Gross Domestic Product (GDP) [5]. This has resulted in a lower density of
medical practitioners (1.34 Doctors per 1000 population) [3, 5, 6], a reduced number
of hospital beds (5.3 beds per 1000 population) [3, 5, 6], and higher out-of-pocket
healthcare expenditures (50.60% of health spending) [2, 5]. India falls short of the
World Health Organization (WHO) recommended number of nurses with only 1.96
nurses per 1000 population, which is against the recommended rate of three per 1000
population [7]. Additionally, an increase in the burden of chronic diseases [5, 8], the
rise in the aging population [5], and overwhelming health needs (poor maternal-child
care, malnutrition, anemia, and increased levels of communicable and non-commu-
nicable diseases) [4, 8], desperately necessitate increased scalability of investment in
healthcare infrastructure [5].

For Indians, there is a choice of the biomedical model of treatment for pain man-
agement and symptom control or traditional healing [9]. Traditional healing, which
is more common in rural and tribal communities also uses various ancient healing
practices through Siddha, Unani, and Nattu [10]. These treatment models are embed-
ded in the principles of Ayurveda, and tantric theories and practices. Despite the
origin of Unani in Greece, it was embraced by Indians from the twelfth century BC
and is now part of the healthcare program of Ayurveda, Yoga, Unani, Naturopathy,
and Homeopathy (AYUSH) [9-11]. The healthcare program of AYUSH was imple-
mented under the purview of the National Rural Health Mission of the Ministry of
Health to provide services related to alternative medicine [11]. As previously stated,
India falls short of healthcare professionals in comparison to its growing need to serve
the population [3, 5, 6]. Thus, the Ministry of health streamlined the AYUSH to meet
the challenge of the shortage of healthcare professionals and for strengthening the
healthcare services [11].

Even with the promotion of AYUSH by the government as a holistic approach to
treatment, physicians and nurses do not integrate it as adjunct therapy to modern
medicines for either communicable diseases or non-communicable diseases [9].
However, yoga and breathing exercises like Pranayama have been promoted by both
the medical society and the government alike for management of hypertension and
diabetes [9-11]. Alternatively, separate from AYUSH, traditional healers are recog-
nized by tribal communities across India. These healers deliver ritualistic and non-
ritualistic practices from knowledge of local herbs that have been passed down from
generations [12].

The pervasiveness of traditional healing is increasing whether among urban,
metropolitan cities to remote, rural areas [12]. Mapping of these traditional healers
is a task in itself. The last credible census data is from 1992, and it reveals that more
than half a million healers, which is assumed to have increased over the years [10].
However, independent studies conducted in the states of Rajasthan, Madhya Pradesh,
Chhattisgarh, and Jharkhand have recorded high numbers of traditional healers.
Traditional healing is a hope for patients and families when modern medicine fails
to provide symptom relief [9-11]. The government of India along with the WHO
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established ‘Global Centre for Traditional Medicine’ in Jamnagar, India in 2022 with
an investment of $250 million U.S. dollars [12]. The aim of this program is research
on traditional healing and maximizing its effectiveness through modern science and
technology.

Despite the government’s endless efforts and initiatives to make healthcare
services available to even the most remote areas of the country, there is an absence of
an integrated care and interdisciplinary service delivery model affecting the qual-
ity of care [4]. According to the WHO 2022, India ranks high in premature deaths
from non-communicable diseases [3, 13-16]. This accounts for 60% of all deaths in
India [13, 17]. Moreover, it has been suggested that the unwarranted fragmentation
of healthcare with the three-tier system without an integrated care model had led
to negative outcomes within an already overburdened tertiary healthcare organiza-
tion [18]. These include an increase in medical errors and misdiagnoses, along with
provider burnout due to an increase in self-referral to tertiary care when many of the
services could be provided at the primary level [3, 4, 18].

There is further pressure due to the current health model of India on tertiary care
due to its emphasis on ‘saving lives’ [18] and health infrastructure putting efforts
toward increasing longevity with the absence of equal efforts toward caring for
terminal illness [3, 4, 15]. This has resulted in increased personal or family out-of-
pocket expenditures which creates financial instability [15]. India ranks low, 67 out
of 80 countries, in the Quality of Death Index, reflecting the country’s struggle to
provide accessible and high-quality palliative care [19]. Patients who are dying expe-
rience prolonged advanced illnesses with multiple hospitalizations and long periods
of home bed confinement [3, 13, 14, 16, 20]. The multidisciplinary approach involv-
ing physicians, nurses, social workers, mental health practitioners, and traditional
healers has yet to be implemented [16]. This is because of the focus on the biomedi-
cal model of end-of-life care, which restricts services to just pain management and
symptom control.

Community-based palliative care, which provides services through multidis-
ciplinary treatment, and the involvement of an Accredited Social Health Activist
(ASHA) are two untapped potentials that can not only reduce the burden on tertiary
care but can also reduce financial burdens and facilitate the emotional well-being of
patients and their families who are grappling with critical illnesses.

3. Health model

The health model of India, currently, has a huge investment in ‘saving lives’,
specifically focusing on curative treatment [9]. For example, there is a major focus
on tuberculosis (TB) due to its high incidence, resulting in the government of India
(GOI) mission to eradicate it by 2030 [6]. TB treatment is available for free at all
government and registered private and Non-Governmental Organization (NGO)
health facilities. Similarly, HIV treatment has been kept within the economic reach of
daily wage workers [6, 21, 22]. Additionally, several international medical humanitar-
ian organizations like Doctors without Borders and the Gates Foundation have been
working rigorously in adding India’s efforts toward eradicating communicable and
vector-borne diseases [23].

The country’s health infrastructure is continuously witnessing a health revolution,
with low-cost medical devices, innovative healthcare delivery models, and healthcare
services at comparatively low costs [5]. This attracts international health tourism for
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patients seeking quality treatment at affordable prices. Private healthcare providers
are investing significantly in developing modern hospitals, clinics, and diagnostic
centers equipped with advanced medical technology. To circumscribe the problem of
geographical distance between rural and urban areas, the current healthcare system
counterbalances the hindrance to healthcare access by using a telehealth infrastruc-
ture and access to smartphone devices. With the availability of affordable telehealth
programs, including access to 5G data for as low as $4.12 per month, India ranks
second in the world for smartphone use. The health infrastructure has capitalized on
easy and affordable telehealth services to revolutionize healthcare access in the most
remote areas, as even the most remote areas have access to WhatsApp [24]. This has
enabled the implementation of digital innovations such as electronic medical records,
telemedicine, health apps, and remote monitoring systems to improve patient care.
Increased health insurance coverage has enabled access to private healthcare services,
with insurance companies collaborating with private hospitals and clinics [5].

The rising health needs of the population are promoting preventative health care
in India. This includes fitness, wellness, nutrition, vitamins and mineral supplements,
early diagnostics, and health tracking. The preventative healthcare sector is expected
to reach $197 billion in 2025 with the compound annual growth rate (CAGR) of 22%
[5] as compared to 12.2% for cancer between the years 2023 and 2028 [6], 4% for
mycobacterium tuberculosis through 2033 [25], 5.08% for HIV/AIDS treatment for
Lopinavir and Ritonavir and 6.54% between 2024 and 2032 [21, 22]. All this data
demonstrates that India has parallel investments initiated in the preventative health-
care sector.

The rising incidences of chronic and non-communicable diseases like diabetes,
thyroid conditions, hypertension, and heart disease, are facilitating the adoption of
preventative healthcare [5]. Efforts to eradicate polio, tuberculosis, new HIV infec-
tion, and other vector-borne diseases are being achieved through collaboration with
international NGOs. Healthcare start-ups are proliferating with global and local
investments of over US $150 million. These start-ups are working in the fields of
nutrition, wellness, and genomics to name a few areas. The result is increased vac-
cination drives, broader immunization programs, TB treatment, cancer treatment,
and malnutrition treatment, which are all provided free of cost/minimal expenditure
through government-aided hospitals, irrespective of socio-economic status [3, 5].
Therefore, for a country with a huge population, health infrastructure is more
inclined toward prevention than cure to increase longevity.

With curative and preventative measures receiving increased attention from the
government and private sector healthcare organizations, palliative care has yet to
receive equal focused attention. Government coverage of hospice and palliative care
is still in its rudimentary stage as the focus of healthcare programs is more on preven-
tion and cure to keep people healthier with improved rates of longevity [8]. This again
reflects the idea that the notion of health is pushing away death, hence, there is more
need to focus on death and dying by embracing the idea of hospice and palliative care.
Since its inception in 1986 as ‘Shanti Avedna Sadan’ in Mumbai [2], palliative care has
been under the realm of NGOs and individual efforts with advocacy by motivated
physicians, lawyers, nurses, and community health workers [26]. The availability of
palliative care is still skewed in India with many activities in south India have been
initiated by Pallium India in 2003 under the leadership of Dr. M.R. Rajagopal [27].

Before discussing barriers and opportunities, it is important to understand the
notion of death and how it is perceived in the current healthcare infrastructure.

As previously stated, India’s healthcare structure is viewed through the lenses of

115



Global Perspectives on Palliative Care

longevity and prolonging lifespan. The result is an increase in the average life expec-
tancy from age 32 in 1947 post-independence from colonialism to approximately

age 67 in 2024 in a free and independent India [24]. Early diagnosis and quick treat-
ment are the precursors for increasing the lifespan [5, 24]. However, there is still

a significant proportion of the population inflicted with terminal illness, with the
rate increasing annually. It is estimated that each year in India, there are 1 million
diagnoses of cancer, with over 80% occurring at stages Il and IV [2, 16, 17]. It is
estimated that the annual total number of patients who need palliative care is likely to
be 6 million people [17]. These estimates include the paucity of prompt availability of
medical treatment or diagnosis [5], lack of health literacy within the public [8], and/
or treatment failure as delivered by physicians [19].

A multidisciplinary treatment approach should be more streamlined similar to
AYUSH through government initiatives. This requires medical education and aware-
ness initiating research into developing multidisciplinary treatment as a standard
of practice [17, 19]. Thus, care should be comprehensive, not just nursing care, pain
management, and symptom control [27], but include social work and mental health
to address the social welfare and emotional well-being of patients and families.
Bereavement counseling also needs to be included as a part of the standard care model
for palliative care [23].

4, Palliative care

India has various factors that necessitate the implementation of palliative care
across the country [13]. These factors include rising rates of patients with serious
illnesses, an increase in the aging population, an increase in financial instability from
health care expenditure, and a lack of palliative care education and training programs
[14]. The notion of comfort or palliative care is poorly understood. It is either viewed
as a luxury or if available, mostly accepted or present in large urban settings with a
solid health infrastructure. The result is a skewed availability of palliative care ser-
vices across the country. Within metropolitan cities like Delhi, Mumbai, and Calcutta,
palliative care services are restricted to pain management and nursing care with little
scope for holistic care for mental health, bereavement counseling, or spiritual care
[20, 25, 28]. Those living in urban and high socio-economic status opt for nursing care
in home-based palliative care. The nurse’s role is that of being relegated to personal
care and assisting with activities of daily living. However, access to palliative care
services in rural areas is restricted [20, 25, 27]. For individuals living in rural areas,
which is three quarters of the population [8], the onus of care lies with family mem-
bers. Those family members who are responsible are the nonearning members of the
family; mostly women and young children because men are daily wage workers.

According to the Global Atlas of Palliative Care, palliative care and end-of-
life care needs in the south-east Asian region (SEAR) is estimated to be around
175-275/100,000 population [14, 16]. As already mentioned earlier, the quality of
death in India is among the lowest ranks. Additional data shows that the capacity to
deliver palliative and end-of-life care scored as low as 0.6/100 [14, 17]. This means
that only 0.4% of the population in India has access to palliative and end-of-life care
[2, 13, 21, 22]. According to the Quality of Death Index Report, poor quality of end-of-
life care delivery in India has been kept at the periphery of the current health model
[20]. Along with the lack of training in palliative care for health professionals, short-
age of palliative care specialists or subject matter experts, and poor public awareness
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Barriers to Palliative Care in India Lack of training in palliative care of health professionals

Shortage of palliative care specialists or subject matter experts

Poor public awareness on palliative and end-of-life care

Table 1.
Palliative care barviers in India.

of palliative and end-of-life care, are barriers to the implementation of national level
palliative care [8, 20]. Thus, to meet the growing population’s needs, it is essential

to promulgate the belief that palliative care is not a luxury. It is a fundamental right
where compassion and quality of care for patients with serious illness take center
stage (Table1) [19].

Access to palliative care services in rural areas is scare, hindered by the workforce
at the grassroots level [8, 29]. Traveling from remote areas to palliative care services
is difficult because there is inadequate transportation. Along with inadequate infra-
structure and scarcity of skilled healthcare workers, lack of awareness or knowledge
of palliative care further impedes acceptance and implications of palliative care
[8, 13, 20]. Families in rural areas invest emotionally and financially in treatment
with the goal of cure. They may often mortgage their physical resources whether it is
their house, agricultural land, or lending money from friends, or local moneylenders
or sahukars who charge high rates of interest to continue treatment. Consequently,
they view palliative care as when physicians have given up on the patient. Families of
patients diagnosed with HIV/AIDS face the double burden of high financial burdens
and subsequent stigma and discrimination [22, 23]. Thus, receiving an incurable,
serious illness, diagnosis from a health team disheartens the family. Health profes-
sionals often hear statements such as, “Please do everything to save our loved one, please
continue with the treatment, if God wants to save the patient, He will; we have prayed
a lot to Almighty, we know He will not fail us; we have done good deeds, God will not
punish us like this; can you make the patient the way he was before being sick”. It is not
a matter of rectifying the belief system of the population toward palliative care or
death and dying but it is about providing the required support.

5. Current palliative care infrastructure

Pallium India is one such organization based on the concept of community-based
palliative care. Founded in 2003 by Dr. M.R. Rajagopal [2], the organization has been
working tirelessly with national and international organizations to provide pain
management to patients. Additionally, the organization is acclaimed internation-
ally for the inclusion of community healthcare workers who provide counseling,
health management, and rehabilitation services for patients, and supportive care to
patients’ families [30]. Initially started in Kerala, located in south India, Pallium India
has a 20-year history of activities in Jharkhand, Tripura, Uttar Pradesh, Manipur,
Mizoram, Bihar, Orissa, Gujarat, Meghalaya, Tamil Nadu, and Lakshadweep.
Additionally, to meet much-needed capacity building within palliative and end-of-
life care, Pallium India has developed three learning centers in three different Indian
cities [4]: Trivandrum, Jaipur, and Ahmedabad. Education and training focus on com-
munication, conflict resolution, end-of-life care, pediatric care, clinical issues related
to anorexia, cachexia, fatigue, legal issues, prognostication, and dealing with difficult
patients [30].
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Another area of focus for Pallium India has been its ongoing public awareness
campaign. This includes get-togethers for patients, arts and crafts exhibitions, food
festivals, and cultural events to spread the message of palliative care [2, 27]. The state
of Kerala observes 15th January annually as a day for “Compassionate Communities-
together for palliative care” [27, 30]. Within the past 20 years, Pallium India has
successfully instilled local awareness of palliative care resulting in a high number of
Pallium India community volunteers who provide holistic care to patients with home-
based palliative care through its program named ‘Neighborhood Network in Palliative
Care’ [2]. It has also instilled the message to the health community and the general
public that palliative care is a service model at any stage of the illness, alongside cura-
tive treatment, not just treatment for dying patients. Care includes pain and symptom
relief and emotional support. Pallium India’s home-based palliative care serves as a
role model for prospective palliative care services globally.

Pallium India, under the leadership of Dr. Rajagopal, also participates in advocacy
and research. For example, it is estimated that annually around 7 million patients
with advanced cancer, and non-cancer medical conditions like HIV/AIDS, and other
incurable, progressive diseases, experience moderate to severe pain at any given time
[17, 27]. Unfortunately, only 4% of these patients have access to pain medications
due to stringent laws related to the procurement of licenses by medical hospitals and
medical professionals for access to morphine for pain relief [13, 14, 17, 27]. This has
limited access to morphine, even if palliative care services are provided in a hospital.
Therefore, in 2013, Pallium India initiated its advocacy program named ‘Morphine
Manifesto’ [17]. This advocacy program asserts toward improving safe access toward
release of oral morphine. Their efforts have been on working with the Central and
State Governments to remove the regulatory barriers to opioid access.

Pallium India views advocacy as essential to bring much-needed change and sensi-
tivity for medical and non-medical needs for patients with life-limiting medical con-
ditions [27]. This gained the attention of the international palliative care community,
resulting in 63 international communities signing up to collaborate on the ‘Morphine
Manifesto’ [17]. Without structured government guidelines on palliative and end-of-
life care, the organization continuously collaborates with national and international
experts on palliative care to establish national standards, that is, minimum standards
for palliative care programs for ensuring quality palliative care [27].

Due to its achievements, Pallium India has received nationally and internationally
recognition. With its credibility, it could play an instrumental role in the movement
toward multidisciplinary treatment. This would involve increasing the development
of palliative care by the inclusion of subject matter experts on mental health and
traditional healing. Even though the government has advocated for mental health,
removing the stigma associated with mental health issues [29]. However, counseling
and psychological first aid are still associated with and restricted to the Psychiatry
Department at any government or private hospitals and lack connection to critical
care departments.

Doctors without Borders medical program on Advanced HIV at Patna, Bihar, isan
outlier to multidisciplinary care [23]. The organization has a 30-bed hospital dedicated
to the treatment of advanced HIV and has a strong component of palliative care through
multidisciplinary treatment. This program includes health promotion and mental
health teams who work tirelessly, providing comfort care to patients dying from HIV
while simultaneously removing the stigma and discrimination associated with HIV.
Thus, the health team should include not just physicians and nurses but also mental
health counselors, health promotion/social workers, anthropologists, and pharmacists.

118



Perspective Chapter: India and Palliative Care — Opportunities and Barriers
DOI: http://dx.doi.org/10.5772/intechopen.1009282

Team meetings are held on a weekly basis and include case discussions and identifying
patients and families who would benefit from care. Care comprises of conjoint sessions
co-facilitated by the teams, using the SPIKES model to frame breaking difficult news.
Patients and families have reported that the support from care provided by Doctors
without Borders helped them recognize that one deserves respect and dignity irrespec-
tive of the treatment outcome. This program is a critically acclaimed program, setting
the milestone for further research in palliative care.

India is a country with a collectivist culture with emotions taking a primary
place in decision-making and guiding one’s behavior. Serving the community is a
humanitarian principle across different religions [2]. This principle has given rise to
palliative care and ASHA workers in India [28]. ASHA workers are mainly women
from middle to low socio-economic status with high school graduation degrees. Their
main objective is to serve the community and receive some compensation (although
no basic monthly salary) in exchange for the services undertaken by them. There are
currently over 1 million of these workers who are connecting the rural population to
the primary health centers [15, 28]. With such strong emphasis and values placed on
the importance of serving the community, integration of palliative care in primary
health centers through the use of ASHA workers could be efficient and effective.

Their work in caring for individuals with serious illnesses was demonstrated
during the COVID-19 pandemic. ASHA workers played a critical role in amplifying
the country’s efforts toward COVID-19 vaccination by ensuring required prevention
reaches to the most remote areas of the country. ASHA workers provided psychologi-
cal support and education to the rural and suburban population with infection pre-
vention control measures (IPC) against the spread of the virus, which was a serious
and life-threatening illness. Their role during the COVID-19 pandemic was pertinent
and instrumental in controlling the spread of virus in the rural areas. In 2022, WHO
recognized the ASHAs in the 75th World Health Assembly for their relentless efforts
to serve the community during the pandemic [31].

Therefore, because of the intrinsic motivation within the ASHA workers to serve
the community, their access to the rural population, and their experience with serious
and life-threatening illnesses, they would benefit from specialized palliative care
education and training through an acclaimed organizations like Pallium India. With
such education and training ASHA workers could provide palliative care services,
including pain management through analgesics, emotional support, and spiritual care
in the rural communities they are part of.

Bereavement counseling, which is still a missing piece in the majority of palliative
care programs, could be available if adequate training was provided to the ASHA
workers. One research study reported that in order for community-based palliative
care to be integrated into society, the inclusion of grassroots workers like ASHAs
would ensure that patients with end-of-life diseases and their families would not be
abandoned to cope without any support [15].

6. Advance care planning

Another area that would further ensure that palliative care is provided at the early
onset of the disease is through advance care planning (ACP). ACP as part of palliative
care involves patient preferences for goals of care, pain and symptom management,
declining or discontinuing treatment, cultural and spiritual support, and preferred
place of death. Within the context of India, the Mental Health Care Act (2017, 2018)
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formalized the use of ACP codified as Advance Directive (AD), which is a docu-
ment containing decisions made by a patient, or proxy toward the treatment with
the primary health care provider [26, 29]. ACP is an evolving process and empowers
patients by documenting their wishes based on expectations toward treatment [26].
Patients diagnosed with life-limiting medical conditions are encouraged to choose

a substitute decision-maker and document their health and care preferences in an
advance care directive [29]. Moreover, ACP eases the financial burden on the patient
and family by pulling back active treatment gradually when it is no longer medically
beneficial to the patient.

However, ACP has been underutilized. This could be attributed to factors that
include government-initiated legislation that delays the ease of implementation of
ACP, poor prognostication (e.g., fear of committing errors at detecting poor progno-
sis), fear of litigation by the patient’s families, or poor patient-physician ratio which
hampers communication between patient and families [26].

A few programs with a multidisciplinary model of treatment such as the HIV/
AIDS program of Doctors without Borders, use ACP as a document, where conversa-
tions during the conjoint sessions co-facilitated by the team with patient/family are
recorded [23]. Treatment decisions such as do-not-resuscitate (DNR), informed
consent for invasive procedures like lumbar puncture, ICU care, conversations focus-
ing on comfort care rather than curative treatment, preferred place of death (whether
hospital or home) are discussed and recorded through ACP document. It should be
noted that the use of nasogastric tubes has cultural concerns and is not easily accepted
in Indian communities, hence consent is required.

ACP for life-limiting medical conditions, is regarded as a tool to ensure a person-
centered approach with its possible result in reducing the incidences of leaving
against medical advice (LAMA) [32]. Physicians and intensivists believe that aligning
the patient’s values with the available treatment options would ensure their satisfac-
tion and agreement with the medical team [26, 32]. Even though the concept of
discontinuing and withholding of care are influenced by local cultural traditions and
norms, ACP performed effectively would ensure that the patients and their families
trust treatment, which could lead to improved adherence [26]. It has been demon-
strated that education and training of physicians on ACP is important as results in
improved communication between them and the patients leading to more acceptance
and awareness of ACP.

7. Conclusion

India is a diverse country rich in culture and languages which change every 100
kilometers. Being the most populous country in the world with a population of over
a billion people, there are myriad ideologies on life and death. Being a collectivistic
culture, it places value on emotions rather than logic when engaging in important
decisions. This value has influenced the country’s acceptance of palliative care. Young
health professionals whose focus is more on ‘saving lives’ along with the community
in general often regard palliative care as a luxury or a process that hastens death. The
health infrastructure of the country places huge investments on prevention, and
then on curative treatment. Increasing longevity is one of the indicators of economic
growth. Despite its focus on ‘saving lives’ model of care, local movements bringing
awareness toward palliative care have received recognition and collaboration from not
only national leaders but also from international organizations as well.

120



Perspective Chapter: India and Palliative Care — Opportunities and Barriers
DOI: http://dx.doi.org/10.5772/intechopen.1009282

There is a movement to improve care for individuals with serious illness at end
of life. The Indian government is collaborating with both Indian and international
NGOs. Pallium India has been igniting efforts in bringing palliative care to the
forefront. ASHA workers are promising front-line workers who, when provided
with the required training and capacity building on palliative care, would increase
the availability and access for patients in remote areas of the country. International
NGOs like Doctors without Borders are working tirelessly to bringing palliative care
to patients who are stigmatized and discriminated due to their illness. Physicians,
lawyers, and social workers are recognizing the importance of ACP as a valid tool to
ensure more person-centered care to patients dealing with progressive diseases. The
result is patient’s right and dignity even at the end-of-life is safeguarded by honoring
their choices and decisions. In summary, there are many inroads to palliative care in
India, from primary level care to tertiary care, that will increase access to care of the
needs of growing and culturally diverse population in the community.
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Chapter 9

Care from Strangers: The
Development of EoLC Volunteers
in Hong Kong

Zhuyun Lin, Gloria Ka-Ming Chun, Felix Fung-Yu Mak,
Victoria Ka-Ying Hui and Vivian W.Q. Lou

Abstract

The role of EoLC volunteers is becoming increasingly important globally but
is often overlooked in compassionate community building. This chapter explores
strategies for developing EoLC volunteers in Hong Kong and enhancing their impact
within a compassionate community framework. Our findings show that project-
based initiatives and systematic training equip volunteers with essential skills to
provide EoLC and organize supportive community activities. Acting as vital connec-
tors between the community and healthcare system, they design and implement care
tailored to the needs of patients and families. In this role, volunteers offer practical,
psychosocial, spiritual, and physical support to patients and families, improving their
quality of life in the final stages and ensuring they do not face these challenges alone.
Volunteers gain coping strategies, personal growth, and a deeper sense of purpose.
EoLC volunteering also creates strong support networks that reduce the stigma
around death and dying, fostering a more informed and compassionate community.

Keywords: compassionate communities, end-of-life care, development strategies,
volunteer, Hong Kong

1. Introduction

The growing elderly population globally has focused increasing attention on the
importance of maintaining quality of life during the final stages of their lives [1, 2].
Typically, people receiving end-of-life care (EoLC) have a life expectancy of less than
12 months [3]. The primary goal of EoLC is to enhance a patient’s quality of life (QoL)
in physical, psychosocial, and spiritual aspects, while honoring their healthcare
treatment choices [4]. However, research has shown that there is a global deficit of
healthcare professionals skilled in EoLC [2, 5, 6]. Moreover, the families, who often
act as primary caregivers for the dying person, may not receive sufficient support
to undertake EoLC tasks [7]. Providing EoLC to patients and their families thus
requires holistic and coordinated efforts from both medical and non-medical teams.
While professional care is an essential component, support from the community can
enhance the quality of EoLC and help patients achieve a “good death” [8, 9].
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Incorporating volunteers into EoLC, especially within community contexts, has
been globally recognized as an important strategy to address the deficit created by the
increasing demand for services and the decreasing availability of healthcare profes-
sionals [10, 11]. Volunteers are generally perceived as providing voluntary assistance
in an organized way, to individuals to whom volunteers have no personal obligations
[12]. In response to the shortage of manpower in EoLC, volunteers have emerged
as key players, providing essential support to professional healthcare services [13].
Volunteers typically function in three ways [14]: as a bridge of connection between
patients, families, and healthcare providers; as associates of the healthcare support
teams; and as mobile healers. In recognition of the role of volunteers in this area,
governments and leading palliative care and hospice associations in countries glob-
ally have promoted the volunteering movement and established standards for EoLC
volunteer services [15, 16].

1.1 Engaging in compassionate community construction globally

Researches to date show that involving volunteers in EoLC not only helps patients
and their families but also contributes to building compassionate communities.
Compassionate communities refer to networks of community support that are
empowered to improve the well-being of those individuals facing the challenges of
serious illness, death, dying, and loss while viewing these experiences as inherent
aspects of everyday life [13]. Since its first conceptualization by Allan Kellehear [17],
the compassionate community as a public health approach is now gaining momentum
all over the world [18-25]. Some examples are described in Table 1, demonstrating
the many ways in which this approach has been operationalized through volunteers.
Several interventions have involved the mobilization of community-based resources
and network of care by trained volunteers to support palliative patients and their
families [15, 26, 27], filling the gaps in the formal healthcare system where connec-
tions between medical and social care are lacking or have been disrupted [14, 33].

The significant role that volunteers play within compassionate communities,
particularly in the specialized field of palliative care services, has been universally
acknowledged. However, there remains a lack of clarity regarding how volunteers
can best contribute to, and lead in, the provision of EoLC under the framework of
compassionate community. Addressing this gap, our recent study in Hong Kong
proposes a novel approach: volunteer collaborative leadership [14]. This approach not
only emphasizes volunteers as integral collaborators within a multidisciplinary care
team but also positions them as leaders in fostering community connections. Our
study aims to demonstrate how this model of improving the quality of EoLC for
patients and their families ultimately contributes to building a compassionate Hong
Kong. In the following sections, we detail our methods for integrating volunteers into
professional care teams and promoting their leadership roles within compassionate
communities.

1.2 EoLC volunteers in Hong Kong historically

In Hong Kong, volunteer contributions to EoLC began in the 1950s with missionar-
ies providing spiritual care. From the 1960s to the mid-1980s, healthcare profession-
als, such as doctors and nurses, volunteered their time to offer mostly spiritual and
informal services. Significant progress occurred from the mid-1980s to mid-2000s
with the establishment of non-profit organizations like the Society for the Promotion

126



Care from Strangers: The Development of EoLC Volunteers in Hong Kong
DOI: http://dx.doi.org/10.5772/intechopen.1009126

Countries India Australia UK Canada
Volunteer- The Neighborhood The Compassionate  End-of-Life Social Navigation: Connecting,
engaged Network in Palliative =~ Communities Action study [15,28]  Assessing, Resourcing,
intervention  Care [25, 26] Connectors program and Engaging [9, 29-31]
[20, 22, 27]
Initiator The Painand The South West The UK Cabinet A 2-year trial of nurse
Palliative Care Compassionate Office navigation to provide
Society Communities early palliative care [32]
Network in Western
Australia
Time period  Since 1993 2020-2022 2015-2016 2015-2016

Number Over 10,000 by 2010 20 connectors Information not Seven (2015-2016); 87
of trained (2020-2022) available (2018-2021)
volunteers
Volunteer Improve skills 2-day training; focus ~ Training on 3-day workshop; a
training in caring for the on communication,  boundaries, navigation curriculum
chronically ill knowledge about communication covering six competencies
services in the skills and
community, the organizational
importance of policies according
network building to the requirements
and network of the participating
enhancement in organization
supporting patients
Volunteer Provide social, Identify the extra Offer face-to- Conduct in-home visits
role spiritual, practical support that patients ~ face, one-to-one, with the patients every
(including nursing might need from home-based, three to four weeks over
tasks), and emotional  patients’ existing non-clinical support  the course of a year to
support for patients families, friends, (e.g., befriending, help connect them to the
and family; involve neighbors, or practical support, community resources and
in administration local community and signposting) information they needed
and fund raising; members who are
organize awareness willing and able
programmes in the to help deliver the
community support
Service People with chronic Patients with Patients who were Older adults with serious
target and incurable advanced life- expected to die illnesses residing in rural
diseases needing limiting illnesses within a year (92 communities (23 patient
palliative and long- and who are likely patient beneficiaries  beneficiaries between
term care at home in to die within the by 2016); their 2015 and 2016; 50 patient
rural areas (over 2500 next 12 months (43 family member or beneficiaries between
patient beneficiaries ~ patient beneficiaries  informal carer 2018 and 2021); their
per week by 2010); by 2022); their family caregivers
their family family carers
Liaison Medical staff, Caring helpersinthe  Participating sites Nurse navigator who
with other local and national community (e.g., run by national provides an oversight
stakeholders  government, schools  family members, organization, and mentoring role,
and universities, friends, neighbors, hospices, charity healthcare providers,
religious groups, and  or other local other service providers
non-governmental citizens), palliative (e.g., legal, home
organizations care providers support, transportation,
advance care planning,
and senior resources)
Table 1.

Examples of volunteer-engaged interventions in supporting a compassionate community approach to palliative care.
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of Hospice Care, and the Comfort Care Concern Group, which offered community-
based training and increased public awareness. Since 2007, the Hospital Authority and
the Li Ka Shing Foundation’s “Heart of Gold” Hospice Services Programme trained
800 volunteers as hospice service ambassadors. Although Hong Kong has a moder-
ately-developed palliative care network, its level of community engagement is still
below average, ranking 38th out of 80 according to the 2015 Quality of Death Index by
The Economist Intelligence Unit [34]. This ranking indicates limited public awareness
of EoLC services and a scarcity of volunteers available for EoLC in Hong Kong. The
development of volunteerism in EoLC remains fragmented and lacks a systematic
theoretical framework to guide its growth and integration.

The consolidation stage began in 2016 with the Jockey Club End-of-Life
Community Care Project (JCECC) (http://wwwJCECC.hk). Joining the global com-
passionate community movement, the Hong Kong Jockey Club Charities Trust has
earmarked HKD $520 million (approximately USD $67 million) to initiate the project
since 2016. This 10-year project is one of the first pioneer community-led EoLC
projects in the Asia-Pacific region, which aims at developing a multi-institutional and
cross-sectoral collaboration to improve the quality of EoLC in Hong Kong. Building
on previous community EoLC interventions, the JCECC project in Hong Kong, guided
by the five underpinning principles to facilitate the development of compassionate
communities [35], adopts four main strategies (P3A strategies) to support people at
end of life (Figure1).

The P3A strategies—partnership, activation, action, and advocacy—offer a
comprehensive framework to facilitate the development of compassionate communi-
ties for EoLC in Hong Kong. Through partnerships with universities, non-Government
organizations (NGOs), hospitals, and local organizations, P3A harnesses a broad
range of expertise and resources to create a robust support network. Activation
focuses on enhancing capabilities through professional and volunteer training [2, 36],
as well as raising awareness about EoLC, thereby equipping individuals and commu-
nities with the necessary skills and knowledge. In the action phase, through Integrated
Community EoLC Support Teams, composed of professionals, volunteers, and com-
munity caregivers, deliver practical, physical, and psychosocial support to those in
need, enhancing the overall well-being of patients and families [37]. Finally, advocacy

= Universities

» Capabilities buildin
- NGOs P 9

- Professional training

« Hospitals
= Volunteer training

- Local organizations
« Awareness raising

- Policy proposal Integrated Community End-of-Life
Care Support Teams

- Academic input
Constituted by professionals, volunteers
& community caregivers, provided care
and support including the following:

» Socialmedia

* Practical
* Physical
* Psychosocial

Figure 1.
P3A strategies.
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involves policy proposals, academic input, and social media campaigns to influ-

ence public opinion and policy, ensuring that EoLC remains a priority on the social
agenda. Together, these strategies create a synergistic approach that not only provides
immediate care and support but also fosters a long-term, sustainable compassion-

ate community in Hong Kong. In the following section, we focus on how we involve
volunteers in this model to facilitate the development of compassionate communities
in Hong Kong.

2. Facilitating compassionate community in Hong Kong

Since the JCECC project started in 2016, we have trained around 1500 volunteers
by partnering with NGOs. Of 875 volunteers, we found that the majority (76.5%)
were female and had attained a college education (72.2%). Employment status varied,
with 30.9% working full-time, 16.5% working part-time, and the remaining partici-
pants being retired (19.9%), homemakers (8.9%), unemployed (10.3%), students
(11.3%), or having other job conditions (2.3%). Regarding marital status, the two
largest groups were single (44.8%), or married or cohabiting (45.6%). Additionally,
two-thirds (59.4%) of the volunteers identified with a religion, whereas 40.6% did
not. The age distribution showed that those aged 50 years or above constituted the
largest group (48.3%). Although the age distribution differed from other studies
[6, 10] (our sample being overall much younger), the demographic characteristics
were otherwise similar to samples from different countries and regions.

Motivation played a key role in understanding why individuals volunteer
[38, 39]. In our sample, we used the volunteer functions inventory to measure
their motivations. The primary reasons for volunteering were altruistic purposes
(value motivation) and the desire to gain or apply knowledge (understanding moti-
vation). Other motivations included enhancement, career, protective, and social
reasons. This finding aligns with other studies [10, 40], which have shown that
most EoLC volunteers are driven by the desire to help others. We also employed
the death anxiety s cale-15 items (5 Likert point) to measure their preparedness
before training and found that their death anxiety level was a little bit higher than
the average of the total score (Mean = 40.9, SD = 8.0, N = 542). Therefore, although
participants interested in EoLC volunteering were motivated to help others, they
needed to improve their knowledge of death-related topics, service capabilities,
and skills. Thus it was clear that training for hospice and EoLC volunteers is
essential [41-43].

However, currently, attention on EoLC volunteers has shifted from focusing
solely on their demographic characteristics, personality traits, and motivations to
also considering the sustainability of their service. There is limited information
about the means by which volunteers strategically coordinate with existing in-service
medical professionals, social workers, and third sector organizational partners in
supporting a compassionate community approach to EoLC. Moreover, few volunteer-
engaged compassionate community interventions were conducted with reference to
theoretical capacity-building model for volunteers [44]. Therefore, this study aims
to describe the evolution of a theory-driven volunteer partnerships with different
key stakeholders in advocating compassionate Hong Kong communities, drawing
insights from the JCECC Project. To this end, the volunteer training project adopted
four strategies: partnership, capacity-building, nurturing leadership, and enabling
coordination (Figure 2).
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Figure 2.
Four strategies for volunteering development.

2.1 Partnership

Partnership as a strategy to involve volunteers in EoLC services is exemplified
through a collaborative approach at both organizational and team levels. At the
organizational level, The University of Hong Kong has partnered with four non-
profit government organizations—Hong Kong Society for Rehabilitation, Hope of
Heaven Christian Services, S.K.H. Holy Carpenter Community Centre, and St. James’
Settlement—to establish a cooperative mechanism for volunteer recruitment and
training. Each organization sets different palliative care objectives tailored to their
unique characteristics, while The University of Hong Kong is responsible for design-
ing and providing the volunteer training programs. Beyond these four organizations,
the university also reaches out to other local organizations, offering free courses to
their volunteers, thereby fostering a community cooperation network.

On the team level, volunteers are integral members of the community integrated
service teams, a key strategy developed by JCECC. They are primarily supervised
by social workers, nurses, or care managers. Social workers adhere to the principle
of cooperation by assessing the needs of the families they serve and then arranging
appropriate services, including matching volunteers for patients and families, for
home visits. Volunteers may also collaborate with nurses or other professional groups,
working together to provide comprehensive care. As partners to other professionals,
volunteers play an indispensable role within the team. But how do the volunteers
understand their roles in the team? How do they work with other professionals? As a
layman of EoLC, to be equipped to work and cooperate with other professionals in the
team, volunteers need to be trained.

2.2 Capacity-building

We developed a theory-driven capacity-building model that was guided by an
extensive review of the literature [44]. This model comprises four essential steps

130



Care from Strangers: The Development of EoLC Volunteers in Hong Kong
DOI: http://dx.doi.org/10.5772/intechopen.1009126

for competency development: motivational screening, core competence building,
internships, and ongoing supervision and support. The specifics of these four steps
have been detailed in other publication [44]. During the capacity-building phase,

we establish three levels of training: core training, thematic training, and leadership
training. The core training curriculum includes eight crucial modules: (1) Overarching
values and knowledge in EoLC; (2) Volunteer roles and boundaries in EoLC; (3)
Communication skills; (4) Psychosocial and spiritual care skills; (5) Symptom man-
agement and maintaining patient comfort and well-being; (6) EoL decision-making;
(7) Bereavement care; and (8) Self-care and self-reflection. These modules are manda-
tory and equip volunteers with fundamental knowledge and skills in EoLC.

The foundational course spans four sessions, totaling 16 hours. However, during
actual training, we observed a relatively-high dropout rate among EoLC volunteers
[45, 46]. This may be linked to their motivations. As previously mentioned, some
volunteers are primarily driven by a strong desire for knowledge, and they may
withdraw from service upon completing the course. Additionally, volunteers often
report forgetting many key points after the training, prompting them to retake
the course in subsequent years. To address these issues, we have transitioned some
knowledge-based content to an online self-learning platform. The JCECC volunteer
online self-learning platform (https://volunteerjcecc.hk/) has been available since
2023. This change allows instructors more time to design practice-related activities,
such as role-playing and reflective discussions, to reinforce the knowledge acquired
through online learning. The online self-learning platform provides a continuous
learning environment for volunteers and introduces the general public to funda-
mental concepts of EoLC care and volunteer service, meeting the public’s interest
in EoLC topics.

The new training mode has shown notable initial outcomes. Firstly, it has broadened
access to EoLC knowledge and skills for the general public. The previous training model
was limited to volunteers selected by organizations, excluding those simply interested
in learning about EoLC. Since the platform’ launch in April 2023, it has achieved
very encouraging results. By September 30, 2024, nearly 1440 users, including local
participants, overseas Chinese, and learners from mainland China, have registered on
the platform. Moreover, 340 individuals have participated in the instructor-led core
training courses (through Zoom), indicating widespread interest and engagement in
volunteer training program.

Secondly, data shows that participants who utilized the online self-learning plat-
form in 2023 demonstrated significant improvements in EoLC capabilities compared
to those who only attended instructor-led training courses. Although volunteers
selected by organizations in 2022 started at a higher baseline, the percentage increase
in capabilities among those who engaged with both the online platform and instruc-
tor-led courses was significantly higher (p < 0.001), particularly in basic concepts of
EoLC, with improvement exceeding 40% (Figure 3).

In addition to the foundational training, volunteers are encouraged to further their
skills by selecting advanced training topics that align with their interests and their
perspectives on the demands of EoLC services. These advanced topics are delivered
by thematic training and include telephone communication techniques, legal issues
surrounding end-of-life, life review techniques, basic skills for managing family
conflicts, and self-care strategies, among others. These specialized subjects enhance
the volunteers’ capabilities, providing them with the necessary expertise to contribute
effectively within professional service teams. This approach ensures that volunteers
are not only well-prepared to meet the diverse needs of EoLC, but are also empowered
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Figure 3.
Changes of competence after training in 2022 and 2023. Note: Before: before training; After: after training.

to engage more meaningfully in their volunteer role. This ultimately leads to success-
ful functioning in multidisciplinary EoLC teams and communities.

2.3 Nurturing leadership

The Leadership Training Program is designed to provide participants with a plat-
form to reflect on, and develop, their volunteer practice skills, as well as to acquire
the necessary skills for peer support. The program consists of four workshops, with
two components: “Leadership Skills Training” (taught by partner NGO staff) and
“Core Competency Reflection” (taught by staff from the University of Hong Kong).
“Leadership Skills Training” focuses on the skills needed for volunteers to fulfill their
leadership roles. Topics include peer support, designing and implementing service
activities, effective reporting techniques, and the ability to handle and resolve conflicts.
On the other hand, “Core Competency Reflection” aims to enhance volunteers’ personal
abilities and growth. This segment covers self-awareness and self-care, emotional regu-
lation, communication and expression skills, as well as motivation and commitment.

The Volunteer Leadership Training Program has been running consistently since
it began in 2020. Over this time, it has nurtured 118 volunteer leaders. The major-
ity have been women (n = 111; 71.2%). Most participants are aged 60 years or older
(80.7%), with 47.3% being retirees and 15.5% being employed full-time, others are
homemakers, students, and the like. Approximately two-thirds (67.9%) have religious
affiliations. All these volunteer leaders have undergone foundational core training and
were recommended by social workers based on their service abilities. Experienced
volunteers from non-partner organizations can also apply for the leadership train-
ing through self-recommendation. Their applications are reviewed based on their
volunteer service experience and EoLC background. Data shows that post-training,
there is a significant improvement in volunteers’ abilities to design activities, practice
self-care, build teams, and communicate effectively. After training, these volunteers
can contribute better in the EoLC team to mentor new volunteers and to increase their
activity in EoLC activities in communities.

2.4 Enabling coordination

The training and management of EoLC volunteers in the community continues to
have challenges. Despite the variety of volunteer programs for EoLC implemented in
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hospices and hospitals, there is little agreement on the specific skills needed by volun-
teers to effectively deliver EoLC in community settings [44]. Moreover, there is a high
turnover rate of EoLC volunteers which highlights the importance of having compre-
hensive and effective EoLC volunteer management and support systems in place. This
training is aimed at community-based individuals who are interested in providing
EoLC, as well as institutions which currently involve volunteers in EoLC. Our training
has four primary goals: (1) to help volunteer coordinators understand the value and
significance of volunteers in EoLC services; (2) to equip coordinators with the skills
needed to train volunteers to become qualified members of the multidisciplinary care
team; (3) to motivate volunteers to collaborate effectively with professional health-
care workers; and (4) to sustain the engagement of EoLC volunteers, thereby facilitat-
ing the development of compassionate communities.

The training for EoLC volunteer coordinators is grounded in the SENS framework
reference. This examines the capabilities and skills needed for the development and
coordination of EoLC volunteer services from four perspectives: (1) Stimulating
Shared Value, (2) Enabling Collective Action, (3) Nurturing an Integrated Team, and
(4) Sustaining a Compassionate Community. Specific training topics include the value
of EoLC volunteers, their role in the multidisciplinary care team, and the preparation
required for involving volunteers in community-based EoLC service projects. The
training thus covers the detailed processes of preparing, recruiting, selecting, train-
ing, and supporting EoLC volunteers.

Since 2020, the coordinator training program has trained 222 professionals,
including social workers, nurses, health supporting workers, and other professionals.
We also included experienced EoLC volunteers with more than 5 years’ volunteering
experiences in the training program, with the aim of upskilling them as volunteer
coordinators to assist the professional health workers in the team. Post-training evalu-
ations indicate a significant improvement in the coordinators’ capacities in manage-
ment skills, service coordination, and roles and boundaries setting.

Enhancing the capabilities of EoLC volunteers is a prerequisite for their effective
participation in EoLC services, allowing them to integrate more seamlessly into care
teams and exert even greater influences. By developing their leadership and team
coordination skills, volunteers can expand the scope of their services, adopting a
patient-centered approach that enables them to initiate community-based actions.
This role is akin to the “connector” roles promoted in countries like Canada and
Australia [22, 27]. Not only do they link patients with the community, but they also
bridge isolated medical teams with community resources, thereby constructing a
robust community support network for palliative care. This connector service has
a significant impact on patients, families, and the community, as well as on the
volunteers themselves. The impacts that we have identified through our findings are
described below.

3. Impacts of volunteers on EoL care ecology

EoLC volunteering has profound impacts on the construction of compassion-
ate communities, benefiting patients, families, volunteers, and society as a whole
[20, 22]. Our study also highlights the impacts of volunteers on fostering compassion-
ate communities (Figure 4).

For patients and families, volunteers provide essential practical support, psycho-
social and spiritual care, and physical assistance, thereby enhancing quality of life

133



Global Perspectives on Palliative Care

- Creating network
- Reducing stigma

oy - Increase death literacy

- Practical support
- Psych ial and spiri
+ Phvsical supoort

Figure 4.
Impacts on velated holders.

in the final stages of life and ensuring that patients and families do not face these
challenges alone. Volunteers themselves gain valuable coping strategies, opportunities
for self-enhancement, and a deepened sense of meaning and purpose, which enriches
their personal lives and fosters a compassionate outlook. On a societal level, EoLC
volunteering helps create robust support networks that reduce the stigma associated
with death and dying. By increasing death literacy, these efforts promote a more
informed and accepting community that is better equipped to handle end-of-life
issues with empathy and understanding. Collectively, these impacts contribute to the
development of a compassionate community that values and supports its members
throughout all stages of life.

3.1 Impact on patients

In this multidisciplinary care team, volunteers work closely with healthcare
professionals to provide comprehensive support. Typically, social workers first assess
patient and family situations before matching patients with suitable volunteers for
home visits. According to service records, from 2019 to 2023, volunteers have con-
tributed approximately 8700 hours of service, for 911 patients and their families.
Their efforts have been guided by the 3-P need model, which addresses the physical,
psychological, and practical needs of patients and their families. Specifically, they
offer emotional support, social support, practical assistance, information support,
spiritual support, and bereavement support. In the following section, three cases are
presented to illustrate the many supports volunteers have provided for patients and
families in the community. These cases can last up to 3 years.

3.1.1 Enhancing spiritual well-being

A year ago, Uncle Chung was diagnosed with lymphoma and nasopharyngeal
cancer. His condition has been unstable, leading to multiple hospital admissions,
and being fed through a nasogastric tube at times. Despite his illness, Uncle Chung,
a devout Buddhist, remained concerned about the upkeep of the Buddhist altar in
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his home and the teachings of Buddhism. Due to his deteriorating health, he was
unable to maintain the altar, resulting in a thick layer of dust accumulating on the
statues, which deeply troubled him. Uncle Chung often lamented not being able to
promote Buddhism and perform good deeds when he was healthier. He worried about
the fate of the statues after his passing. Another of his wishes was to dine at the Chi
Lin Nunnery, but living alone and with limited mobility, he struggled to take care of
himself, let alone dine out. His spiritual distress led to increasing anxiety and depres-
sion, which further impacted on his deteriorating physical health.

The care team discussed Uncle Chung situation and decided to arrange for
volunteers to thoroughly clean his Buddhist altar. Seeing the bright and clean altar
significantly improved Uncle Chung’s mood, allowing him to chant Buddhist scrip-
tures with a peaceful mind. One volunteer, who was knowledgeable about Buddhism,
became Uncle Chung’s spiritual companion, listening to his stories about his journey
in becoming a Buddhist and adherence to its precepts. They discussed Buddhist teach-
ings, scriptures, and ways to perform good deeds. Through their conversations, the
volunteer discovered that “living like the Buddha” was a core belief for Uncle Chung,
which he practiced by loving his family, community, and environment.

The care team then invited Uncle Chung to help with flag selling (note: philan-
thropic activity). His enthusiastic participation not only made him a fundraising star
within the volunteer team but also fulfilled his wish to promote Buddhism. With his
spiritual needs met, Uncle Chung’s physical condition stabilized, and his spirits lifted.
He is now actively planning with the care team to visit Chi Lin Nunnery for a vegetar-
ian meal with his siblings and friends during the Lunar New Year. They also plan to
discuss how to properly place the statues in his home. The dedicated efforts of the vol-
unteers, coupled with the comprehensive support from the care team, played a crucial
role in significantly improving Uncle Chung’s spiritual and physical well-being. By
addressing both his spiritual and practical needs, the volunteers not only enhanced
his quality of life but also helped him achieve personal fulfillment and peace.

3.1.2 Reviving daily joy

Ninety-year-old Grandma Tong has been diagnosed with heart failure and breast
cancer. While she faces her illnesses and the prospect of death with remarkable
composure, her daily life limitations have become a significant burden. Hearing loss
has rendered her unable to engage in conversations, and constant fatigue prevents her
from managing household chores and taking care of her grandchildren. Her weak-
ened limbs make her prone to falls, and a compromised immune system leaves her
vulnerable to frequent pneumonia infections. This has led to a deep sense of depres-
sion and a feeling of emptiness and meaninglessness in her life.

The care team assessed that Grandma Tong’s advanced illnesses were severely
restricting her daily life and impacting her mood. They decided to invite volunteers to
visit her at home and explore her interests and talents. During these visits, they dis-
covered that Grandma Tong was an excellent cook with a particular talent for making
traditional Chinese pastries. With the Mid-Autumn Festival approaching, the volun-
teers and care team, in coordination with Grandma Tong’s family, planned a festive
gathering. Volunteers accompanied Grandma Tong to the market to buy ingredients
for making water chestnut cake. This opportunity to prepare food for her family again
significantly lifted her spirits.

The volunteers later assisted Grandma Tong in making the pastries, which she then
shared with other patients in the hospital. To pass on her culinary skills, Grandma
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Tong began creating a recipe book for her family and the volunteers. This project gave
her a renewed sense of purpose and transformed her life from being dominated by
illness to one filled with meaningful activities and social engagement. The interven-
tion by the volunteers played a crucial role in improving Grandma Tong’s quality of
life. By identifying and leveraging her cooking talent, they provided her with a sense
of accomplishment and joy. This not only alleviated her feelings of emptiness but

also strengthened her connections with her family and community. The volunteers’
support in facilitating activities that Grandma Tong enjoyed had a substantial posi-
tive impact on her emotional well-being. It highlights the importance of addressing
not just the physical but also the psychological and social needs of elderly patients,
especially those with serious illnesses. By enriching her daily life and enabling her to
share her skills, the volunteers helped transform Grandma Tong’s experience from one
of isolation and despair, to one of engagement and fulfillment.

3.1.3 Alleviating the physical pain

Seventy-year-old Mr. Lam has been living with Parkinson’s disease for over a
decade. His condition has progressively worsened over the past year, leading to
significant deterioration in his lower limb strength and balance, causing frequent falls
at home. Recently, his swallowing ability has declined, resulting in frequent chok-
ing episodes and subsequent pneumonia. These issues have led to recurrent hospital
admissions. Mr. Lam, who was once active and enjoyed walking and socializing, now
feels trapped at home, despondent, and awaiting the end of his life. Mrs. Lam, who is
also elderly and suffers from arthritis, is physically weak and heavily burdened by the
caregiving responsibilities, leading to stress-induced insomnia.

To help alleviate Mr. and Mrs. Lam’s physical discomfort, the social worker invited
avolunteer, who once was a registered nurse before retirement, to visit the Lams. She
provided useful information to help Mr. and Mrs. Lam to understand their changing
physical situations. They listened to the challenges faced by Mrs. Lam in caregiving
and identified the causes of Mr. Lam’ frequent falls. The volunteer provided several
recommendations to improve their situation, including adjusting medication timings
to better align with daily activities, installing grab bars in the bathroom and bedroom,
using a shower chair, and switching to a walker.

Moreover, the professional volunteers taught Mr. and Mrs. Lam appropriate stretch-
ing and fall-prevention exercises suitable for Parkinson’s patients. They also instructed
Mrs. Lam on how to enhance Mr. Lam’s protein intake to maintain muscle strength and
demonstrated safer methods for daily activities, such as getting out of bed, walking,
showering, and eating. To address his swallowing difficulties, they recommended using
smaller spoons and feeding at a slower pace. They also guided Mrs. Lam on selecting
and preparing appropriate foods to reduce the risk of choking. Since implementing
these recommendations, Mr. Lam has not required any further hospital admissions.
Community volunteers have also stepped in to accompany Mr. Lam on outings, signifi-
cantly lifting his spirits. Mrs. Lam’s caregiving burden has been alleviated, and she has
been encouraged by her husband’s improved condition. This newfound confidence has
led her to venture outside more often. Additionally, their children are now more will-
ing to spend time with their parents during holidays, taking them out for excursions.
This strengthened family and community connection has substantially enhanced the
quality of life for both Mr. and Mrs. Lam during this late stage of Mr. Lam’s illness.

By making practical adjustments to their home environment and daily routines,
Mr. and Mrs. Lam have significantly reduced the risk of falls and choking incidents,
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thereby preventing further hospitalizations. The physical exercises and dietary
adjustments have helped maintain Mr. Lam’s strength and overall health. The emo-
tional support provided by community volunteers has rekindled Mr. Lam’ interest in
life, while the reduction in caregiving stress has improved Mrs. Lam’s well-being. This
case highlights the importance of a holistic approach that includes medical, practi-
cal, and emotional support to improve the quality of life for patients with advanced
illnesses and their caregivers.

4. Summary

These stories highlight how EoLC volunteers can play a crucial role in fostering a
compassionate and supportive community environment. By providing practical and
emotional support to patients and their families, volunteers help to alleviate the heavy
burden of caregiving. Their presence and assistance offer much-needed respite to
caregivers, reducing stress and preventing burnout. This creates a sense of commu-
nity where individuals feel supported and cared for, promoting a culture of empathy
and mutual aid.

4.1 Impact on volunteers themselves

Our program evaluations have included annual focus groups and individual
interviews, and we have followed up with volunteers and invited those willing to
share their experiences. In total, 37 volunteers participated in focus groups in 2020
and 2021. Additionally, 14 volunteers took part in individual interviews in 2022 and
2023 to discuss their volunteering experiences.

Initial data analysis indicated that volunteering in EoLC offers profound and mul-
tifaceted benefits to the volunteers themselves. One key area of impact is in coping.
Volunteers often develop enhanced coping mechanisms that help them manage stress
and emotional challenges more effectively. The skills and knowledge gained through
supporting patients and their families can be applied to their personal lives, enabling
them to better support themselves, their families, and friends during difficult times.
This experience fosters emotional resilience and equips volunteers with the tools to
handle grief and loss more constructively.

Because that experience can contribute to my personal growth, helping others while also
benefiting myself. Therefore, I wish to embrace more challenges to enrich my life. While I
learn, I can also assist others. (volunteer1)

The takeaway from this experience is personal growth. When a close friend of mine
recently passed away, I vealized that my emotional management had improved. Although
Twas very sad, I was still able to help organize the memorial service, support their spouse,
and listen to others who were also grieving. In the past, I might have cried a lot and felt like I
could not accomplish anything. But now, I see that I have grown and changed. (volunteer2)

In addition to coping, volunteers experience significant self-enhancement and
personal growth. The role encourages self-reflection, helping volunteers gain a deeper
understanding of their values and motivations, which ultimately leads to personal
improvement.

Interacting with patients and their families provides invaluable life lessons,
fostering a greater appreciation for life and encouraging volunteers to cherish every
moment. This experience also broadens their perspectives on life and death, contrib-
uting to a more profound sense of purpose and meaning.
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When you are accompanying those people, you are not just serving them; you are also
learning how to face death and life. This experience has made me cherish my own life more
and better understand how to find meaning in it. The sense of purpose you gain is different
from that of other volunteers. For most other volunteers, their beneficiaries ave still alive,
but what we need most is life itself, not money. (volunteer3)

L visited an elderly person, which gave me the opportunity to get to know them. During
the process, I was able to help them conduct a life veview. This was really wonderful; we
took out all the photos at home, and I helped them write down their memories by hand.
This was very meaningful. Both the elderly person and their family were very happy.

Near the end of their life, they were able to find faith, and after they passed away, we gave
the life veview documentation to their family. It was a very joyful experience. This was a
perfect experience. (volunteer4)

The fulfillment derived from being trusted, bringing happiness to others, and
being appreciated for their efforts adds to the sense of value and meaning in their
lives. Overall, EoLC volunteering not only benefits patients and their families but also
significantly enriches the lives of the volunteers.

4.2 Impact on society

Volunteers often act as vital connectors between families facing end-of-life
situations and the wider community. They facilitate communication and interac-
tion, helping to reduce feelings of isolation and loneliness. By engaging with
patients and their families, volunteers help integrate them into compassionate
communities, ensuring that they remain connected and supported. This role is
particularly important in creating a network of care that extends beyond the
immediate family, fostering a sense of belonging and inclusion. What they do
could be regarded as pioneering the development of a compassionate community,
as one volunteer shared:

Actually, we are being deemed as an intermediary stage to start this process. Through
this, we, as volunteers, become the first group—aside from professional personnel—to bring
movre attention to the conditions of elderly patients. This helps society to more calmly and
rveadily accept matters velated to death. So, I guess we can be considered a kind of, how
should I put it, pioneer. (volunteer 5)

One of the significant impacts of EoLC volunteers is their contribution to reduc-
ing the stigma associated with death and dying. Through training, volunteers gain
valuable insights into life and death education, which they share with their families,
friends, and the broader community. By openly discussing topics related to death,
they help to break down taboos and encourage a more open and honest dialog about
end-of-life issues. This helps to normalize conversations about death, making it a less
feared, and a more accepted part of life.

Volunteers also play a critical role in raising public awareness and knowledge about
death and EoLC. By sharing their experiences and the information they have learned
through training, they help to educate the community about the realities of terminal
illnesses and the importance of compassionate care. This has increased awareness
and empowered individuals to better support those facing end-of-life situations and
encourages proactive planning and discussions about end-of-life wishes. As a result,
society will become more informed and prepared to handle these challenging situa-
tions with sensitivity and care.
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Ultimately, the impact of EoLC volunteers extends beyond individual patients
and families to the broader society. By promoting a culture of compassion, reducing
the stigma of death, and increasing death literacy, volunteers contribute to building
a more empathetic and informed community. This leads to better support systems,
enhanced quality of care for those at the end of life, and a society that values and
respects the dignity of each individual, regardless of their stage in life.

5. Conclusion and implication

The introduction of volunteers into community-based EoLC has not only
fostered public participation in EoLC issues but also heightened attention to the
needs of terminally ill patients. Volunteers are the backbone of compassionate
communities. The role of volunteers in the construction of compassionate com-
munities extends far beyond the initial guidance provided by our project. Through
the implementation of four key training strategies, volunteers have significantly
enhanced their caregiving capabilities. These strategies have also improved their
coordinating abilities in a multidisciplinary team and provided leadership training,
enabling them to become proactive advocates for EOLC within their communities.
This has paved the way for volunteers to effectively operate within the community,
assuming roles such as connectors, supporters, and caregivers. Their involvement
has had a profound impact on patients, helping them explore their meaning of
life through activities like life reviews, and assisting them to fulfill their wishes.
Moreover, volunteers facilitate the recovery of social connections for patients with
their families, friends, and neighbors, often through the restoration of daily activi-
ties. This renewed sense of connectedness—spiritually, psychosocially, and physi-
cally—fosters a strong feeling of belonging for patients and their families within the
community and the broader world.

Volunteers themselves derive mutual benefits from their participation. They
experience a sense of reward from their contributions, undergo positive personal
growth by confronting death, and gain deeper self-understanding. This involve-
ment provides them with a sense of being valued and a clear purpose within the
community, reinforcing their role as indispensable community assets. As pioneers
in the construction of compassionate communities, volunteers promote life and
death literacy within the community. They work to remove the stigma associated
with death and cultivate a warm, open environment for discussing all aspects of
life. Their efforts contribute to a more informed and accepting society, where dis-
cussions about death are no longer taboo but are embraced as part of the human
experience.

With the involvement of volunteers in EoLC, a public health approach that relies
on a close partnership between health services, community, and civic institutions is
emerging as the optimal practice model. This collaboration exemplifies the effective-
ness of combining professional health care with community-driven support, creating
arobust framework for compassionate EoLC. This model has been endorsed as both
feasible and acceptable in Hong Kong.

In conclusion, the involvement of volunteers in EoLC is transformative, benefit-
ing not only patients and their families but also the volunteers themselves, and the
community at large. Their contributions are essential in building compassionate
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communities that value empathy, support, and open discussions about life and death.
This model of care serves as a testament to the power of community engagement in
enhancing quality of life for all its members.
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Chapter 10

Perspective Chapter: Home-Based
Palliative Care — Is there a Future?

Mateja Lopuh

Abstract

Home-based or community palliative care is desired by the majority of patients
facing an incurable disease. The organization of such care presents a huge burden
for health systems and communities as well as for the families and other informal
caregivers who are part of the care. Despite patients’ wishes, such care is sometimes
not feasible, and the patients are being referred to different institutions. Balancing
between wishes and possibilities is a challenge for different providers of home care,
which spans through the continuum of the disease and may in the end result in refer-
ring the patient to institutionalized care, therefore questioning the cost-effectiveness
of such care. Integrating such care into the health system requires recognition of its
meaning and benefit that it may bring as well as reducing the burden of patients’ care
on other structures in the health care system.

Keywords: home-based palliative care, community care, informal caregivers, end of
life, bereavement

1. Introduction

Better quality of life, better work conditions, and improvements in medical
treatment have raised the life expectancy bar to a higher level. People live longer and
expect a good quality of life for its entire length. Many are not spared from different
diseases, which are not curable despite all the technological advances. Living with a
disease places a burden on the patient, influences daily activities, limits life goals, and
requires a lot of adjustments. The patient’s social network is also included, supporting
him through the disease trajectory and providing care.

Ninety percent of the final year is spent at home, no matter where the patient
eventually dies [1]. The manner in which people die has been changing over the last
generations. Dying is often prolonged and has primarily become the domain of the
healthcare system [2, 3].

Most countries have data that home setting is the preferred place of care and death
for the majority of people. Many caregivers support that idea, but the willingness to
care declines with symptom burden and increased dependency of the patients [4].

In general opinion, home is a known place, although the living conditions are
many times poor. Home should be a safe place for all, but sometimes there is terror
and family violence, which is discovered only after health services visit the patient at
home. It is very important to include all dimensions of patients’ lives when deciding
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about the best place of care and death. It is also of utmost importance that health and
social workers who attend to the patient and the family feel safe at work. It is not rare
nowadays that domestic violence outreaches the home walls and is projected toward
professionals who provide care.

Home-based palliative care means organization of care in the home environment
of the patient. It is provided by community health programs and encompasses care
in the home, hospice programs, or residential senior homes [5]. Many meta-analyses
have been published with no conclusive results about health-related outcomes.

It is expected that the demand for service will expand due to changes in disease
prevalence and prolonged duration of illness. On the other hand, it will be challenged
by decreased assumption of caregivers’ roles by family. Current models of palliative
care might not be effective anymore, as the manpower to support their work is not
sufficient in many countries. From an economic point of view, the stakeholders might
not be satisfied with the little change in medical outcomes achieved by such services
and the investments needed for their activity [5, 6].

Palliative care services should respond to the needs of the patient and caregivers.
Patients ought to be as free of symptoms as possible and feel secure and supported.
They need proactive planning along the expected trajectory of the disease. Caregivers
need time to ask questions, to talk, to relieve their anxiety, and to be able to better
understand the course of illness and the burden it brings along. Their bereavement
process begins while adapting their lives to the needs of the patient. The most com-
mon reason for their breakdown is sleep deprivation and calls for simultaneous
assessment of symptoms in the patient and in the caregiver [7].

The burden of care, constant availability, and the expectation to always properly
address the needs of the patient and the caregiver put enormous pressure on the pal-
liative care providers [8]. They should be more supported throughout their work and
have a possibility to ventilate their emotions in a safe environment.

2. Definition of palliative care

Palliative care was initially and historically focused on alleviating the relief of
suffering at the end of life. It was focused largely on patients with cancer. It has now
developed into the care that is integrated into the treatment of all life-threatening
health conditions and implemented early in the disease trajectory. Existing research
suggests that PC is both effective in reducing symptom burden and improving quality
of life, cost-effective, and synonymous with quality of care [9].

In 1990, WHO published a definition of palliative care and in 1998, a specific one
for children. The WHO definition was revised in 2002 [10, 11]. It limits PC to prob-
lems associated with life-threatening illnesses, rather than the burdensome experi-
ence of patients with severe and frequently multiple chronic conditions. The range
and severity of potential PC needs may be more relevant indicators of need for these
patients than prognosis alone.

2.1 The Lancet Commission on global access to palliative care and pain relief

The Lancet Commission identified the need to review and revise the definition of PC.

New definition:

PC is the active holistic care of individuals across all ages with SHS (suffering is
health-related when it is associated with illness or injury of any kind). Health-related
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suffering is serious when it cannot be relieved without medical intervention and
when it compromises physical, social, or spiritual well being because of severe illness
(severe illness is a condition that carries a high risk of mortality, negatively impacts
quality of life and daily function, and/or is burdensome in symptoms, treatments, or
caregivers’ stress), and especially for those near the end of life. It aims to improve the
quality of life of patients, their families, and their caregivers [12, 13].

3. Models of palliative care

The proportion of patients supported at home until death, if this is their prefer-
ence, remains an important performance indicator for many communities’ palliative
care programs. Although stating home as their preference, the majority of patients
face the last days of their lives in hospitals or similar facilities.

Many studies have tried to develop a tool that would enable easy identifica-
tion of the patients who could be cared for at home and would also die at home.
Although patients state such care as their preference, it is well known that prefer-
ences change with time and the progression of the disease. Even those with a good
and supportive social network change their minds if they experience that care
becoming a burden for their caregivers and believe that the caregivers do not have
enough support.

Home care programs often face reluctance from caregivers who might regard the
presence of professionals as intrusive. Palliative care programs are introduced too
late in the course of the disease when both the patient and caregiver are too tired and
exhausted and cannot cope any longer. Symptom burden also increases, and if not
treated well from its onset, sleep deprivation of the caregiver can play an important
role in deciding to admit the patient to the hospital.

It is aimed that home-based models of care should be intensive, sustained, and
coordinated; services should not overlap. They should offer constant support to
caregivers and aim to follow patients’ wishes to be cared for and to die at home.

Community-based palliative care, or home-based palliative care, provides
in-person visits, equipment supplies, and telephone support to patients. Care may
be led by a specialist palliative care physician, nurse, or family doctor and usu-
ally occurs in a multidisciplinary team. It was shown that while any home-based
medical care decreased the likelihood of dying in the hospital, those patients who
received care from non-palliatively trained physicians were 12% more likely to
die in the hospital [12-17]. Different models of palliative care in community are
presented below.

3.1 Specialist palliative care physician-led multidisciplinary approach

Provided care 24/7, regular visits, and telephone support.

Compared with standard care.

This resulted in increased home deaths, patient and carer satisfaction, decreased
hospital days, and decreased health care costs.

3.2 Family doctor and community nurse

Additional training in palliative care, supported by a specialist palliative care team
for advice and visits.
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Compared with standard palliative care.
More likely to die at home, but time at home and hospitalizations are similar.

3.3 Nurse-led palliative care program

Round-the-clock support in the last 2 weeks, low inclusion rate of the admissible
patients.

No difference.

Although the studies are few and it is difficult to draw conclusions, most authors
would agree that patients and caregivers appreciate continuity, coordination, and
ongoing relationships with their primary care team or specialist provider. It is the
orchestration of the services and the amount of practical and communication skills
that increase the likelihood of the patient dying at home if so preferred. One could
speculate that hospital-founded specialist palliative care teams in home settings
would act as gatekeepers of the hospital and aim more to keep the patient at home.

There are several other models for providing specialist palliative care in the com-
munity setting, found in the literature.

a. Consultation model: Specialist advice is provided on assessment and treatment
of symptoms and communication about goals of care and support. Advice is
provided without necessarily assuming primary responsibility for care.

b.Liason model: Combines the education of patients after discharge with educa-
tional outreach and clinical support for primary care physicians.

c. Pop-up model: Developing a pop-up palliative service according to demand,
using local resources and services.

Special attention should be given to providing palliative care in residential homes.
Residential homes are considered home settings for their dwellers. Medical and nurs-
ing care is provided on-site. Therefore, the residents are rarely referred to specialist
palliative care services. They are more likely to have poor symptom control, to be
referred for admission more frequently, to have inadequate advance care planning,
and more often, the families are not satisfied with end-of-life care. The most common
missing elements of effective palliative support are

¢ Identifying residents who could benefit from referral to a specialist palliative
provider

* Poorly educated staff, no feedback on performance
* No systematic symptom control strategies

Patients who circulate between care settings (community, residential care, and
hospital) need to be given special attention. Important information might be lost
through transition. The importance of supporting transitions is especially under-
scored in dementia. Health professionals in acute care may lack information if a pal-
liative approach is appropriate and begin with inappropriate treatment, which would
lead to prolongation of life with a massive negative effect on the quality of life [5, 8].
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3.4 Most common barriers to dying at home

Death in a hospital is more likely if patients are poor, elderly, have no caregivers,
are female, or have a long illness. The reasons for hospital admissions are mostly
unresolved symptom control, a breakdown in the provision of home care services,
and a lack of support for caregivers. Also, an important barrier is the reluctance of the
primary health team to include a patient in specialist services.

One of the strong determinants for not being able to die at home is to be living
alone. This group in the population will be increasing in time and present a bigger
challenge for providers of home care [18].

Other factors can be divided into [18]:

a.Factors related to illness: missed transition to palliative care

b.Individual factors: patient’s preference, personal investment, social factors, and
ethnicity

c. Environmental factors: use of home care, social support, and macrosocial factors

4. Assessment of efficacy

When introducing new models of care, it is important to be able to show their
efficacy or benefits for the unit of care, which in palliative care are the patient and
his/her proxies. Community care is organized with the purpose of following patients’
preferences for the place of death. It should be associated with a greater number of
deaths in a home setting, but it is not yet clear if symptom control is adequate, what
burden is placed upon caregivers, and if it is cost-effective.

Future research in this area should also include the health system’s ability to
provide such services due to the increasing lack of staff in all settings.

5. Supporting caregivers

Home support in any organizational structure highly depends on the involve-
ment of informal caregivers, people close to the patient, who will support the patient
through the disease trajectory. There are many challenges experienced by the caregiv-
ers. These can be divided into several categories:

a.Practical needs: It is essential to have access to professional support 24/7; only
such continuity of care enables the caregivers to build trust with healthcare
professionals. Some prioritize and find it reassuring if there is a constant person
assigned to the patient and family.

b.Emotional and psychosocial needs: Transition from a family role to a carer’s
role, putting their lives on hold to be able to take care of their loved ones.
Along the disease trajectory, patients change their attitude toward their
caregivers and change their mood from being grateful to anger, sometimes
even hate.
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c. Spiritual needs: Caregivers are prompted to reexamine their life priorities; for
some, it is a privilege but also a terrible burden, a duty, an obligation required
due to life circumstances (not being able to pay for formal care, not being able to
move out of the house, etc.).

d.Informational needs: Timely access to relevant information about symptom
control.

One of the most important physical consequences of caregivers’ health is sleep
deprivation, causing increased fatigue, poor tolerance, and lower resilience. When
itis decided that a home setting is the place of care for the patient and the carer, it is
important to draw a trajectory of disease burden and adjustment that are needed in
the carer’s life. Proper planning and addressing the caregivers’ needs result in a trust-
ful relationship.

It is of utmost importance to get formal care when caring becomes too hard for
informal caregivers.

All health strategies should support care at home, given by informal caregivers but
not as compensation for deficiencies in formal palliative home care services [19-21].

6. Last days of life at home

The last days of life at home can be very stressful, as most of the caregivers go
through this phase in life for the first time. It is emotionally and physically demand-
ing. On the other hand, it can also be very rewarding for those who really wish to
help. A lot of patients’ dignity and values are at stake. Increasing physical fatigue and
dependence on other people’s help in eating, drinking, dressing, bathing, and other
daily life activities can cause tension between caregivers and the patient.

Proper guidance and the ability to talk to someone build self-confidence. Palliative
professionals should explain the symptoms the patient is likely to experience.
Experience shows that although caregivers get a lot of information, they perceive
missed opportunities as well for healthcare professionals to effectively collaborate
with them for palliative care.

Caregivers should expect physical and cognitive changes in the patient. Cognitive
decline is, for many, a sign that they are losing their beloved one. Sometimes this
decline prompts the caregiver to call emergency services, thinking that the patient
would no longer care about not being at home. It is very important to discuss such
situations with a palliative care team.

Very often there are discussions about hydration and nutrition. Patients often
become less interested in food and drink. They should be offered small sips of water
and small portions of food they like most. Caregivers should be reassured that the
patients do not feel hungry and they do not need too much to drink. If pressed to eat
and drink, they could feel uncomfortable. In spite of all efforts by the palliative team,
some family members remain frightened that the patient will die of hunger and thirst.
In many countries, this fear has a broader background and could lead to being accused
of negligence if not offering food and drink. Patients are sometimes pushed to receive
artificial feeding tubes. If such tendencies are pursued by a team, special attention
should be given, and caregivers’ fears should be addressed in a family meeting.

Many physical symptoms tend to decline when the patient is approaching death.
Some caregivers can be confused with the medications as they are needed less and
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when the patient is no longer able to swallow. Palliative care teams should respond
promptly to the changes to allow adequate symptom control. The route of drug
administration should be adjusted. Sometimes when a patient is experiencing mul-
tiple symptoms, subcutaneous elastomeric balloon pumps are used.

Care in the last days is focused on little but important things such as gentle
massage, mouth care, aromatherapy, and relaxing music. Visiting hours should be
reduced.

Caregivers should be given written instructions about what to do at the time
of death. They should feel free to call in an uncertain situation about the death.
Sometimes the palliative team can help in arranging the death certificate.

Palliative care providers should also hand out contact numbers for the bereave-
ment period. Caregivers who were identified during the palliative care process as
the ones who might need support in the bereavement phase should be provided with
advice on how to cope before death [22-27].

7. Support for the care team

Palliative care teams usually consist of dedicated professionals who put more
than just work into their care. They have a lot of empathy and good communication
skills and are willing to understand and talk with the caregivers, who very often have
greater needs than the patient itself. Specialist palliative care providers in home-based
palliative care should provide support 24/7 in-home visits and telephone support. It is
a challenging requirement nowadays, as there is a big shortage of staff. Few countries
can follow the requirement; other countries will find approximation models, often
combining specialist and basic palliative care, consultation models, and pop-up
models.

Members of the teams should have the possibility of psychological support, inter-
visions, and supervision. Team-building meetings are great opportunities to ventilate,
redefine goals, and reconnect. Often difficult home situations in some patients and
their remarks to members of the team can put tension on team dynamics. Evaluation
talks are very needed [28].

Team leaders should pay special attention to the needs of team members. There
should be a great amount of trust between them.

Characteristics of a healthy palliative care team [28]:

* Strong leadership
* Clear roles and responsibilities

* Team well-being: positive relationship

8. Conclusion

The best palliative care should be accessible to all who need it. It should be tailored
to patients‘needs; the unit of care should include the caregivers providing care for the
patient. Specialist palliative care should be introduced in a timely manner to patients
with complex needs and should be available as a consultation model for basic pallia-
tive care providers. Population-based models of palliative care should be flexible to
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accommodate the rapidly changing needs of the population [5, 29]. It is highly likely
that in the future different pop-up models would be more effective in providing care
when needed than fixed structures. The future does not look bright in the sense of
supporting informal caregivers, therefore putting home-based palliative care on the
edge and forcing it to come up with new ideas.
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Abstract

Sparsh Hospice, an 82-bed facility in Hyderabad, India, provides free, high-quality
palliative care for patients facing serious illnesses, particularly those from economi-
cally disadvantaged backgrounds. Founded in 2011 as a 12-bed unit, it has expanded
into a comprehensive care centre, integrating inpatient, outpatient, and home care
services. A fleet of well-equipped vans ensures accessible home-based care, allowing
patients to receive support in familiar surroundings. Following a bio-psycho-social
model, Sparsh addresses physical, emotional, social, and spiritual well-being, offering
services beyond medical treatment. Families receive nutritional assistance, bereave-
ment support, funeral aid, and connections to non-profits for livelihood and children’s
education. The hospice actively promotes awareness and education, integrating pallia-
tive care into medical curricula and conducting rural outreach programs. Volunteers
contribute to patient comfort through music, art, and engagement, fostering a com-
passionate community that enhances the quality of life. Sparsh Hospice goes beyond
patient care, advocating for palliative care accessibility and acceptance. It works closely
with schools, universities, and healthcare institutions to cultivate empathy and early
awareness among future healthcare providers. Community support plays a crucial role
in its sustainability, enabling it to function as a non-commercialised model. Through
collaboration and outreach, Sparsh bridges healthcare gaps, ensuring that patients
receive dignified, compassionate care at no cost. As a leader in humanistic palliative
care, Sparsh continues to provide holistic support to those in need, offering not just
medical relief but also emotional and social security to patients and families.

Keywords: hospice, palliative care, India, no-cost care, holistic care

1. Introduction

Sparsh Hospice, a stand-alone hospice care facility, was established to address
the glaring gap in palliative care accessibility and acceptance in India, where less
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than 10% of individuals in need receive the care, they deserve. The organisation was
founded with the firm belief that pain management and dignity in death are funda-
mental human rights. Sparsh Hospice has not only pioneered efforts to make palliative
care available but has also worked tirelessly to shift societal perceptions, making the
acceptance of palliative care an integral part of its mission. With the mission of health
for all, Aarogyasri is the health initiative of the State Government of Telangana. Its
mission is to provide quality healthcare to communities with low resources. It pro-
vides financial assistance to meet the needs of it communities [1]. With such support,
Sparsh is able to care for patients and families with serious illness, taking an approach
that is rooted in the philosophy that compassionate care should transcend barriers of
socioeconomic status, illness type, or cultural stigma, offering support to anyone who
needsit.

What sets Sparsh Hospice apart is its development as a humanistic, non-profit
model of care. It embraces the philosophy that every individual deserves relief from
suffering and support in their journey, regardless of their background. This approach
is inclusive, looking beyond cancer and extending care to patients with a range of
serious ailments. By addressing physical, emotional, and spiritual needs, Sparsh
Hospice has become a sanctuary for those seeking compassionate end-of-life care or
management of chronic conditions.

Since its inception in 2011 as a modest 12-bedded facility, Sparsh Hospice has
grown into a state-of-the-art 82-bedded inpatient hospice, reflecting its commitment
to meeting the increasing demand for high-quality, compassionate care. Alongside
its inpatient services, the organisation has developed extensive home care programs,
making care accessible to patients in rural and interior parts of Telangana and neigh-
bouring states. To further its reach, Sparsh Hospice has also introduced outpatient
services, ensuring that patients who cannot access its inpatient facility or home care
programs still receive essential palliative support.

A significant milestone in Sparsh Hospice’s journey is its recent empanelment
under the Rajiv Aarogyasri (Telangana- state) Government Healthcare Insurance
Scheme, making it the first stand-alone hospice in India to achieve this recognition.
This empanelment has been a step towards increasing its reach and strengthening
sustainability. However, Sparsh Hospice remains deeply committed to its founding
philosophy, reaffirming its dedication to serving individuals even outside the purview
of government reimbursement schemes. The organisation espouses the belief in
extending care to all those in need, irrespective of their inclusion in healthcare poli-
cies, ensuring that no one is left behind [2].

Beyond patient care, Sparsh Hospice has delved deeply into initiatives that create
lasting change. It incorporates training and sensitisation programs into school cur-
riculums, fostering a culture of empathy and understanding in younger generations.
These efforts aim to create a more compassionate society that recognises the impor-
tance of supporting individuals and families during the most challenging phases
of life.

Over the past 13 years, Sparsh Hospice has grown into a beacon of hope, not only
for patients and families but also for society at large. Its commitment to advocacy,
education, and systemic transformation has made it more than just a care provider; it
has become a movement that reshapes how palliative care is perceived and practised
in the Indian context.

Before delving into the specifics of Sparsh Hospice’s programs and initiatives,
including its inpatient services, home care programs, outpatient services, and advo-
cacy efforts, it is important to understand how these multifaceted efforts continue
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to address the evolving needs of patients and families, both within and outside the
purview of reimbursement schemes and why this type of care is essential.

2. Expanding the scope of palliative care

In many parts of the world, including India, there is a common misconception that
palliative care and hospice care are exclusively meant for terminally ill cancer patients
[3]. Sparsh Hospice has worked diligently to address this misunderstanding, creating
awareness about the distinction between palliative care and hospice care. Palliative care
is designed for patients undergoing active treatment for serious illnesses, focusing
on symptom management, pain relief, and enhancing the quality of life [4]. Hospice
care, on the other hand, is intended for terminal patients, ensuring dignity, comfort,
and support during the final stages of life [5].

Sparsh Hospice has expanded the scope of palliative care beyond traditional
boundaries. It actively serves patients suffering from a variety of serious health-
related issues, including neurodegenerative diseases, multi-organ failures, and other
chronic conditions that significantly affect their quality of life. By addressing debili-
tating symptoms such as pain, breathlessness, and fatigue, the organisation ensures
that patients receive comprehensive care tailored to their specific needs. This holistic
approach does not stop at the patient; it also provides a robust support system for
families, recognising the critical role they play in the patient’s journey.

In India, it has been our experience as clinical care providers that families are
deeply involved in making decisions about a loved one’s care, even in palliative and
end-of-life scenarios [6]. Sparsh Hospice embraces this cultural reality by treating
the patient and family as a single unit. While family involvement is encouraged
and respected, the autonomy of the patient remains paramount. Upholding patient
autonomy and advocating for their preferences are central to Sparsh Hospice’s philos-
ophy. This ensures that decisions about care, whether they pertain to active palliative
support or hospice care, are guided by the patient’s wishes while involving the family
in a meaningful way. This is consistent with other global practices and priorities in
palliative care to address what might otherwise be viewed as unmet need, which is not
just about the patient, but the caring environment.

The referral system at Sparsh Hospice is also uniquely inclusive. Unlike traditional
systems where referrals primarily come from treating hospitals, Sparsh Hospice
receives patients through various channels, including social media, word of mouth,
and recommendations from former beneficiaries. This broad referral base reflects the
trust and reputation Sparsh Hospice has built in the community. Despite these diverse
referral sources, admissions are handled with the utmost care. Every case undergoes
a thorough evaluation by the in-house clinical team, ensuring that patients meet the
criteria for palliative or hospice care. This process balances compassion with medical
ethics, demonstrating a steadfast commitment to providing appropriate care without
compromising on patient safety or intentions.

Sparsh Hospice’s approach reflects a deep understanding of the complexities of
palliative care in India. By expanding its scope, it has not only challenged the societal
stigma surrounding palliative and hospice care but also reinforced the idea that these
services are essential for anyone whose quality of life is severely impacted by illness.
The organisation’s work stands as a testament to its belief in patient autonomy, family-
centric care, and holistic support systems that serve the needs of both patients and
their loved ones.

159



Global Perspectives on Palliative Care

3. Delivery framework: A humanistic bio-psycho-social model of
compassionate, no-cost palliative care

At Sparsh Hospice, the care delivery framework is meticulously designed to
address the diverse and complex needs of patients and their families, ensuring that
palliative and hospice care is accessible, holistic, and compassionate. The organisa-
tion operates on a biopsychosocial model of care, recognising the interconnectedness
of physical, emotional, social, and spiritual dimensions of a patient’s well-being. This
model acknowledges the unique cultural context of India, where families play an
integral role in medical decision-making and caregiving, ensuring that both patients
and their families are treated as a cohesive unit.

The care at Sparsh Hospice is delivered through three primary models:

3.1 Inpatient facility

Sparsh Hospice operates a state-of-the-art 82-bedded inpatient facility, where
patients are admitted for comprehensive palliative care and hospice care. This facility
provides tailored care for patients in various stages of illness:

* Palliative cave admissions are for individuals requiring intensive symptom man-
agement and relief from physical and emotional suffering.

* Hospice care admissions are designed for terminally ill patients, focusing on
dignity, comfort, and quality of life during their final stages.

* Respite care admissions offer short-term stays to provide relief for families and
caregivers who may be experiencing burnout. This ensures that both patients
and their caregivers receive the support they need, maintaining the continuity of
compassionate care.

3.2 Home care services

For patients unable to travel or access inpatient care, Sparsh Hospice provides
extensive home cave services within a 100-kilometre radius of Hyderabad. This model
allows patients to receive comprehensive care in the comfort of their homes. A
dedicated team, consisting of a physician, nurse, nursing aide (or bed-bound care
assistant), and social counsellor, visits patients periodically to:

* Assess their medical and emotional needs.
* Provide symptom management and medications.
* Offer counselling, both emotional and spiritual, to patients and their families.

This personalised approach ensures continuity of care while respecting the
patient’s preference to remain in a familiar environment.

3.3 Outpatient services

For patients residing beyond the reach of the home care radius or those who prefer
to visit the facility, Sparsh Hospice offers outpatient services. These services include:
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* Consultations with physicians for palliative care planning and management.
* Necessary nursing procedures.

* Distribution of medications and personal care supplies.

* Counselling sessions to address emotional, social, or spiritual concerns.

Patients and their families can periodically walk into the facility, access the services
they need, and return home with the required resources, ensuring uninterrupted care.

3.4 Expanding access to care

Sparsh Hospice [7] has made significant strides in ensuring that access to pal-
liative care is not limited by geographical boundaries. While home care services are
provided throughout Hyderabad, the organisation serves patients from across India,
and occasionally, even international patients have availed themselves of its compas-
sionate care. The organisation’s philosophy of operating largely outside reimburse-
ment [8] facilities ensures that care is prioritised based on need rather than financial
constraints, allowing it to reach a wider demographic.

3.5 Delivery framework

The delivery framework at Sparsh Hospice is grounded in the biopsychosocial model
of care, which acknowledges that the experience of illness extends beyond physical
symptoms. This model integrates physical, psychological, social, and spiritual care to
address the multifaceted suffering experienced by patients and their families.

In the Indian context, where families are deeply involved in medical decisions, this
framework ensures that care is family-centric while upholding the patient’s autonomy.
Families are engaged in discussions and decisions, ensuring they feel supported while
respecting the patient’s wishes. The interdisciplinary team—comprising physicians,
nurses, counsellors, and social workers—collaborates to provide care that is not just
patient-focused but also family-inclusive.

By addressing the full spectrum of needs and recognising the cultural nuances
of caregiving in India, Sparsh Hospice’s care models and delivery framework set a
benchmark for holistic, patient-centred, and family-centric palliative care.

3.6 Commitment to holistic care

Sparsh Hospice’s care models and delivery framework are deeply rooted in its
vision of providing holistic, patient-centred care. Whether through inpatient ser-
vices, home care programs, or outpatient facilities, every aspect of its operations is
designed to uphold the dignity and autonomy of patients while recognising the criti-
cal role of families in the care process. This holistic approach, supported by a mul-
tidisciplinary team and a robust operational structure, ensures that Sparsh Hospice
continues to set a benchmark in palliative care.

4, Secular and inclusive care

In India, a nation celebrated for its multi-religious and secular fabric, pallia-
tive and hospice care must uphold these values to provide truly inclusive [9] and
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compassionate services. At Sparsh Hospice, the personal beliefs, cultural practices,
and religious sentiments of patients and their families are deeply respected and
seamlessly integrated into the care provided. This approach ensures that every patient
experiences care that aligns with their individual values, fostering a sense of dignity
and emotional well-being.

4.1 Celebrating diversity and preserving normalcy

To honour the diverse cultural and religious backgrounds of its patients, Sparsh
Hospice adopts a secular approach to caregiving. Festivals from all religions are
celebrated with enthusiasm, creating an environment of inclusivity and joy. Special
occasions such as birthdays and wedding anniversaries of patients and their families are
also celebrated, helping preserve a sense of normalcy in their lives despite the chal-
lenges posed by illness. These moments of joy and togetherness are carefully designed
to remind patients that their identities and cherished milestones remain unaltered by
their disease.

By facilitating such celebrations, Sparsh Hospice not only enhances the emotional
and psychological well-being of its patients but also strengthens the bond between
patients, families, and the caregiving team. This effort reinforces the organisation’s
commitment to providing holistic care that goes beyond physical relief to encompass
emotional and spiritual fulfilment.

4.2 Navigating complex family dynamics

In India, families often comprise members with different religious beliefs coexist-
ing harmoniously. This reality adds a unique dimension to caregiving, requiring sensi-
tivity and adaptability from the care team. Sparsh Hospice recognises this complexity
and trains its multidisciplinary team to handle such delicate dynamics with empathy
and professionalism. Care is tailored to ensure that the diverse needs of each family
are met without compromising the beliefs or comfort of any member.

4.3 Empowering the team for secular care

To provide care in a truly secular and inclusive manner, the Sparsh Hospice team
is equipped with the knowledge and skills needed to respect and accommodate
diverse belief systems. Regular training sessions are conducted to sensitise the staff
to the cultural and religious practices of different communities. This ensures that all
interactions with patients and families are conducted with the utmost respect and
understanding.

4.4 Upholding emotional well-being

Sparsh Hospice understands that illness can profoundly impact a patient’s sense of
identity and emotional well-being. By respecting their beliefs, celebrating milestones,
and fostering a secular and inclusive environment, the organisation works to preserve
the emotional resilience of patients and families. This care philosophy ensures that
patients feel valued and supported, allowing them to experience peace and comfort
throughout their journey. Specific steps are taken to get feedback from patients and
families about the care received.
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5. Enhancing quality of life

At Sparsh Hospice, enhancing the quality of life for patients goes beyond address-
ing their physical symptoms. The organisation understands that the quality of life is
deeply personal and varies from one individual to another. For some, it may mean
regaining a sense of autonomys; for others, it could be fulfilling small desires, enjoy-
ing moments of joy with loved ones, or even reliving cherished experiences. Sparsh
Hospice strives to create these meaningful moments, tailoring its approach to each
patient’s unique preferences and aspirations.

5.1 Fulfilling individual needs

Recognising that the quality of life is multifaceted, Sparsh Hospice facilitates a
variety of activities and experiences for its patients, including:

* Outings and excursions: Organising car rides, visits to nearby temples, or even
trips to the cinema to ensure patients experience moments of joy and connection
with the outside world.

* Family visits: Creating opportunities for patients to spend meaningful time with
their families in the inpatient facility, fostering a sense of belonging and emo-
tional support.

Additionally, Sparsh Hospice goes the extra mile to fulfil patients’ specific
wishes, whether it is arranging for a favourite cricket star or movie star to visit
them or helping them experience a long-held dream. These efforts demonstrate
the organisation’s commitment to treating patients as individuals and honouring
their unique desires.

5.2 Creating a positive ambience

A significant aspect of enhancing the quality of life at Sparsh Hospice lies in the
creation of an uplifting and positive environment. The inpatient facility is designed to
ensure patients feel comforted and valued, rather than overwhelmed by the weight of
their illness. This is achieved through a variety of initiatives:

* Cultural activities: Events featuring artists, singers, dancers, and performers are
organised regularly, bringing joy and entertainment to the patients.

* Art workshops: Patients can participate in creative activities, allowing them to
express themselves and engage their minds in meaningful ways.

* Engagement with the community: Visits from school children and community
groups create an atmosphere of vitality and connection, reminding patients that
they are an integral part of society.

* The library: Patients have access to a library where a diverse collection of books,

including secular literature and other genres, ensures there is something for
everyone.
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* The garden: Provides a serene outdoor space where visitors can relax and enjoy a
peaceful ambience.

* The amphitheatre: An amphitheatre where patients gather not only to enjoy
cultural activities but also to socialise with families and fellow caregivers during
gatherings.

These initiatives are curated to help patients focus on the present moment, foster-
ing positivity even as they face the challenges of illness.

5.3 Preserving normalcy in home care

The commitment to preserving normalcy and enhancing quality of life extends
beyond the walls of Sparsh Hospice’s inpatient facility. In its home care services, the
team makes special efforts to celebrate important milestones and festivals with
patients and their families in the comfort of their homes.

* Facilitate the celebration of festivals at home with warmth and reflection, ensur-
ing they align with the cultural and religious traditions of the patient and
their family.

* Community lunches are organised, fostering a sense of togetherness and shared
joy for patients, caregivers, and their communities.

* Birthdays, wedding anniversaries, and other special days are acknowledged and
celebrated, creating opportunities for joy and connection amidst challenging
circumstances.

By incorporating these practices into its home care programs, Sparsh Hospice
ensures that the emotional and social well-being of patients and families is priori-
tised, regardless of location.

5.4 Preserving normalcy

Sparsh Hospice recognises the importance of preserving a sense of normalcy in the
lives of its patients. Illness may alter physical capabilities, but it should not dimin-
ish their ability to experience joy, fulfil desires, or participate in life’s meaningful
moments. The team works tirelessly to ensure that patients feel supported, loved, and
valued, giving them a sense of purpose and dignity.

By creating a space where patients can celebrate life through personalised care,
cultural engagement, and cherished experiences, Sparsh Hospice truly redefines the
concept of quality of life in the context of palliative care.

6. Resource and equipment accessibility
At Sparsh Hospice, enhancing the quality of life is not limited to providing medi-

cal care but extends to offering a range of support services that address the holistic
needs of patients and their families. By facilitating access to essential equipment,
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seasonal and nutritional support, and social resources, Sparsh Hospice ensures that
both patients and caregivers experience a sense of physical and emotional comfort
throughout the caregiving journey.

6.1 Equipment support for home care patients

Sparsh Hospice recognises the unique challenges faced by families caring for
patients at home. To alleviate the financial and logistical burdens associated with
home-based care, the organisation provides access to a variety of essential medical
equipment and supplies, including:

* Oxygen support such as concentrators, ensuring patients have uninterrupted
respiratory care.

* Medical cots and airbeds to enhance patient comfort and prevent complications
such as bedsores.

* Suction machines and nebulisers to manage respiratory issues effectively.

» Commode chairs, walkers, and mobility aids, enabling patients to maintain some
degree of independence and dignity.

These resources are shared with families as part of Sparsh Hospice’s commitment
to reducing the strain on caregivers and creating a more comfortable and dignified
environment for patients. By making such equipment readily accessible, Sparsh
Hospice not only provides physical relief to patients but also offers emotional reas-
surance to families, knowing that their loved ones are receiving the best possible care
at home.

6.2 Comprehensive support for inpatient and home care patients

At its inpatient facility, Sparsh Hospice provides a wide range of services free of
cost, including:

* Medications to manage symptoms and improve quality of life.

* Nutritional support, offering specialised dietary plans tailored to each
patient’s needs.

* Round-the-clock medical care provided by physicians, nurses, and other healthcare
professionals.

* Comfortable accommodations that ensure a positive and healing environment for
patients and families.

For patients in the home care program, Sparsh Hospice extends similar support by
coordinating the provision of essential resources. In addition to medical equipment,
the team facilitates the delivery of seasonal necessities such as blankets during winter
and other items required to enhance patient comfort.
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6.3 Addressing nutritional and social needs

Sparsh Hospice goes beyond medical care to provide nutritional and social sup-
port to families in need, recognising the financial and emotional strain that serious
illness often places on households. For families where the primary breadwinner is the
patient, Sparsh Hospice works through its extensive network to supply:

* Dry groceries, ensuring that the family’s basic needs are met.

* Nutritional supplements, tailored to the requirements of patients with specific
dietary needs.

7. Spiritual and psychological support

In palliative and hospice care, addressing the spiritual and psychological needs of
patients is indispensable for providing holistic care. At Sparsh Hospice, these aspects
are carefully evaluated and addressed, recognising that the journey of illness affects
not only the body but also the mind and spirit.

7.1 Spiritual support

In a multi-religious and secular society like India, Sparsh Hospice acknowledges
the diverse belief systems of its patients and families. The team is trained to respect
and accommodate religious beliefs, even if they fall outside the purview of their
personal experiences or understanding. This inclusivity fosters an environment of
mutual respect and ensures that spiritual needs are met with sincerity and care.

The spiritual needs of patients are assessed periodically, and efforts are made to
fulfil their specific requests, which may include:

* Organising religious functions or rituals at the facility.
* Arranging visits to nearby places of worship.

* Facilitating prayers or spiritual gatherings for the patient and their family.
7.2 Psychological support

The emotional state of patients evolves as their illness progresses, and Sparsh
Hospice places a strong emphasis on providing psychological support to help patients
and families navigate these changes. A dedicated team of counsellors, psychologists,
and social workers works closely with patients and families to:

* Conduct individual counselling sessions for patients to address their fears, anxiet-
ies, and changing emotions.

* Facilitate family counselling sessions to help families adapt to the evolving dynam-
ics of care and strengthen their ability to support the patient.

* Hold caregiver meetings to address caregiver burnout, ensure effective communi-
cation, and resolve any conflicts that may arise within the family.

166



Perspective Chapter: Sparsh Hospice — A Humanistic Bio-Psycho-Social Model of Compassionate...
DOI: http://dx.doi.org/10.5772/intechopen.1009161

7.3 Ensuring harmony and facilitating a good death

Sparsh Hospice understands that family dynamics can be complex and fluid
during a patient’s illness. To address these challenges, the organisation fosters open
communication and collaboration among family members to ensure that patient care
remains uninterrupted. By providing a safe space for families to share concerns and
seek guidance, Sparsh Hospice helps create a harmonious environment that supports
the patient’s journey.

The ultimate goal of this comprehensive approach is to facilitate a good death—
a peaceful and dignified transition for the patient, free from unnecessary suffer-
ing. This is achieved by aligning care with the patient’s spiritual and emotional
needs while supporting the family through their own journey of acceptance and
adjustment.

8. Mortuary and end-of-life services

Sparsh Hospice extends its compassionate care beyond the patient’s life by offering
free mortuary and end-of-life services, ensuring that families are supported during one
of the most difficult times. These services are designed to accommodate the unique
needs of families, including those who may be geographically dispersed or facing
financial constraints.

8.1 Free mortuary services

Recognising the challenges families face when they are spread across differ-
ent locations, Sparsh Hospice provides a free mortuary facility where the mortal
remains of patients can be respectfully preserved for up to a week. This service
allows families the time needed to gather and pay their respects without added
financial burden. By facilitating this service with care and dignity, Sparsh Hospice
ensures that families can focus on mourning and honouring their loved ones
without undue stress.

8.2 Funeral services

In partnership with nearby funeral service providers, Sparsh Hospice also offers
free funeral services for families who may not have the financial resources to organise
them. This includes coordinating the necessary arrangements to ensure a dignified
farewell for the patient, aligned with the family’s cultural and religious practices.

These services are a vital part of Sparsh Hospice’s commitment to holistic care,
extending its compassion to the very end of the patient’s journey.

8.3 Respecting living wills and POLST orders

Sparsh Hospice upholds the autonomy of its patients by respecting living wills and
Physician Orders for Life-Sustaining Treatment (POLST) documents. These directives
guide the care provided during the patient’s final stages and ensure that their end-of-
life preferences are honoured. The organisation works closely with families to ensure
these wishes are understood and followed, reinforcing its dedication to preserving the
dignity and choices of every individual.
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By providing free mortuary services, facilitating funerals for those in need, and
respecting end-of-life directives, Sparsh Hospice demonstrates its unwavering com-
mitment to compassionate and inclusive care. These services are an integral part of its
philosophy of ensuring dignity and respect, even in death.

9. Bereavement support

Sparsh Hospice extends its care and compassion beyond the passing of a patient by
offering comprehensive bereavement support to families. Recognising the deep rapport
formed with families during the care journey, the team often participates in funeral
services or post-funeral rituals as per the wishes of the patient or the family’s belief
system. This involvement reflects Sparsh Hospice’s commitment to being a part of the
family’s healing process, respecting their traditions, and offering emotional comfort
during a challenging time.

9.1 Memorial services

Sparsh Hospice facilitates memorial lunches or dinners, providing families with a
space to honour their loved ones while fostering a sense of closure and community.
These services, hosted at the facility, serve as an opportunity for families to come
together, share memories, and find solace in a supportive environment.

9.2 Long-term bereavement support

Understanding that grief is a prolonged process, Sparsh Hospice provides
15 months of follow-up bereavement support to families. During this period, the team
maintains periodic contact to

¢ Address emotional concerns and offer counselling when needed.
* Provide referrals or resources for additional support.
9.3 Networking for livelihoods and education

To further assist families during this transitional phase, Sparsh Hospice networks
with other organisations to help secure alternative livelihoods for families who may
have lost their primary breadwinner. Additionally, connections are facilitated for
children’s education programs, ensuring that families can rebuild their lives with stabil-
ity and support.

10. Fostering team welfare and professional excellence

At Sparsh Hospice, the well-being, growth, and recognition of the staff are consid-
ered essential for delivering compassionate and high-quality palliative care. Investing
in continuous professional development, ensuring a supportive work environment,
and prioritising the health of the team is integral to maintaining the highest standards
of care for patients and their families.
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10.1 Continuum of education and professional growth

Sparsh Hospice is committed to fostering the continuous professional development
of its staff, enabling them to stay at the forefront of advancements in palliative care.
Key initiatives include:

* Education support: Staff are encouraged to pursue higher qualifications, certifica-
tions, and specialised training in palliative care and related fields, with financial
assistance provided to reduce the burden of these pursuits.

* Skill development: Regular in-house training sessions, workshops, and educa-
tional programs are organised to enhance both technical expertise and inter-
personal skills. A state-of-the-art audio-visual room is available, thoughtfully
designed to support training programs and workshops, ensuring an engaging
and impactful learning environment.

o Access to literature: A library with a comprehensive collection of palliative care
literature is made accessible to staff, allowing them to upscale their knowledge
and stay informed about the latest practices.

* Global exposure: Participation in international conferences, workshops, and
forums is facilitated, providing staff with insights into global best practices and
innovative approaches in palliative care.

* Knowledge contributions: Staff are supported in presenting research papers, par-
ticipating in poster sessions, and contributing to collaborative projects, fostering
professional growth while advancing the field of palliative care.

By prioritising education and skill enhancement, Sparsh Hospice ensures that staff
members are equipped to provide care aligned with the latest standards while encour-
aging their professional growth.

10.2 Staff well-being and team support

Recognising the physical and emotional demands of palliative care, Sparsh
Hospice takes active measures to support the health, well-being, and morale of its
staff. Initiatives include:

* Vaccination programs: Necessary vaccinations are prioritised for the staff, includ-
ing Hepatitis B, HPV (cervical cancer), and COVID-19 vaccines, ensuring their
health and safety.

* Ongoing medical support: Staff members are provided with free access to ongoing
medical support, including medications for themselves and their families from

the organisation’s pharmacy, at no additional cost.

» Subsidised meals: Nutritious food is made available at subsidised rates for staff on
regular working days.
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» Well-being sessions: Periodic mental health and resilience workshops are con-
ducted to promote emotional well-being.

* Debriefing sessions: Safe spaces are provided for staff to share their experiences,
reflect on challenges, and receive emotional support.

* Recreational and velaxation activities: Yoga sessions, team-building exercises, and
leisure programs are organised to foster camaraderie and relaxation.

* Celebrating festivals and milestones: Gala dinners, festival-specific lunches, and
celebrations of achievements are held regularly to foster a sense of community
and recognition.

* Gifting and recognition: Periodic gifting of clothes and other thoughtful tokens of
appreciation is carried out to acknowledge the dedication of staff members.

These initiatives are designed to create a supportive, nurturing, and health-con-
scious work environment where staff feel valued, motivated, and equipped to provide
the best possible care.

11. Community awareness and engagement

Sparsh Hospice recognises that the barriers to palliative care—such as societal
stigma, lack of awareness, and limited accessibility—must be addressed proactively
to ensure broader acceptance and reach. To achieve this, the organisation conducts
extensive awareness programs across multiple levels, involving various communities
and stakeholders. These initiatives aim to remove taboos surrounding palliative care
and foster a culture of compassion and understanding.

11.1 Multi-level awareness programs

Awareness programs are conducted both within the city of Hyderabad and in the
rural areas of Telangana. These programs are carried out in collaboration with:

* Government health systems, including primary health care centres and
ground-level health care workers, to ensure the message reaches underserved
populations.

* Corporate offices, creating awareness among employees and fostering a sense of
social responsibility.

* Residential communities, encouraging individuals to understand the importance
of palliative care and how they can contribute to its acceptance.

* Schools and educational institutions, where sessions are conducted to nurture
empathy and compassion in younger generations.

These efforts are designed to not only increase accessibility to palliative care but
also encourage communities to embrace its significance in improving the quality of
life for patients and their families.
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11.2 Integrating palliative care into education

As part of its commitment to creating compassionate communities, Sparsh
Hospice has successfully integrated palliative care concepts into the IB curriculum
(International Baccalaureate) under the Creativity, Activity, Service (CAS) program.
This initiative helps schoolchildren understand the importance of palliative care, fos-
tering empathy and teaching them how to support individuals living with illnesses or
facing crises. Through this program, Sparsh Hospice aims to build a future generation
that is compassionate, informed, and prepared to address the challenges of caregiving
with sensitivity and care.

12. Advocacy for end-of-life choices and legal awareness

Sparsh Hospice has been at the forefront of advocating for informed end-of-life
care decisions, fostering awareness among patients and families about their rights, and
encouraging dignity in care during the final stages of life. With its recent empanelment
under the Rajiv Aavogyasri [1], Telangana state [2] the organisation has intensified its
efforts to make palliative and hospice care more accessible and accepted, while simultane-
ously addressing the evolving legal and ethical dimensions of end-of-life care.

12.1 Encouraging living wills and proxy decision makers

A key focus of Sparsh Hospice’s advocacy is empowering patients to take an active
role in planning their care. The organisation encourages individuals to consider
creating living wills or appoint proxy healthcare decision makers to ensure that their
preferences for end-of-life care are respected. By initiating conversations about these
choices, Sparsh Hospice helps patients and families:

* Understand the importance of having clear directives for medical interventions.
* Ensure that care decisions align with their values and beliefs.

* Foster open communication within families to reduce conflicts during critical
moments.

12.2 Promoting awareness of legal provisions

Since 2023, significant legal advancements in India have allowed for the withhold-
ing and withdrawal of futile medical interventions under certain circumstances. Sparsh
Hospice has taken a proactive approach to raising awareness about these provisions,
ensuring that patients and families understand the legal framework and its implica-
tions. During counselling sessions and community engagements, the team:

* Educates families about the options available under current laws.

* Explains scenarios where these decisions can be made to uphold the dignity and
comfort of the patient.

* Provides guidance on how to document and formalise these choices, ensuring
compliance with legal standards.
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Sparsh Hospice firmly believes in the concept of dignity in end-of-life care, advocat-
ing for care that prioritises comfort, respect, and autonomy. By addressing topics like
living wills, advanced medical directives, and legal permissions, the organisation
helps families and patients make informed choices that reflect their wishes and ensure
a peaceful transition.

13. Economic sustainability

The ability to offer palliative and hospice care free of cost to patients with serious
health-related issues requires a robust framework of economic sustainability. Sparsh
Hospice, managed by the Rotary Club of Banjara Hills Charitable Trust, has success-
fully built a strong foundation of financial support through its goodwill, partnerships,
and community impact.

Sparsh Hospice demonstrates its commitment to sustainability by using recycled
water for gardening, harnessing solar energy, and adopting rainwater harvesting
practices, effectively balancing environmental care with cost efficiency.

13.1 Support through CSR and philanthropy

The organisation’s commitment to providing care without financial barriers has
garnered widespread support from various stakeholders, including:

* Corporate Social Responsibility (CSR) [3] contributions from prominent compa-
nies, which recognise the value of Sparsh Hospice’s work in improving commu-
nity well-being.

* Government support, particularly through programs like the Rajiv Aarogyasri
(Telangana- state) Government Healthcare Insurance Scheme, further bolsters
the sustainability of its services.

* Individual philanthropists who are deeply moved by the cause and contribute
generously to ensure the continuity of care.

These partnerships not only help sustain the day-to-day operations of the hospice
but also enable it to expand its services, ensuring that no patient is turned away due to
financial constraints.

13.2 Adding value to the community

Sparsh Hospice’s model of care does more than address physical suffering; it
fosters a sense of dignity and emotional well-being for patients during their end-
of-life journey. The organisation’s impact extends to families and communities,
who find comfort in knowing that their loved ones receive compassionate, holistic
care without financial burden. This approach eliminates any sense of self-pity,
replacing it with a profound sense of respect and acceptance, both for the patient
and their families.

By combining compassionate care with strong economic sustainability, Sparsh
Hospice serves as a beacon of hope and goodwill, ensuring that the invaluable service
of palliative and hospice care continues to uplift countless lives.
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14. The role of volunteers

Volunteers are a vital part of the care ecosystem at Sparsh Hospice, contributing
significantly to raising awareness, mobilising resources, and creating a network of
support for patients and families. Their efforts enhance the reach and impact of pal-
liative care within communities.

14.1 Awareness and resource mobilisation

Volunteers play a key role in spreading awareness about palliative care, and partici-
pating in community engagement activities to educate and encourage early interven-
tion. They also help mobilise in-kind donations, such as medical supplies, clothing,
and other essentials, ensuring that patients’ needs are met. Additionally, their efforts
in connecting with donors and sponsors sustain the operational and financial stability
of the hospice.

14.2 Referrals and community support

Through their community networks, volunteers identify and refer patients to
Sparsh Hospice, facilitating access to timely care. They also contribute to building a
support system for patients and their families, offering emotional and social assis-
tance during challenging times.

14.3 Structured volunteer program

In collaboration with the Indian Association of Palliative Care (IAPC), Sparsh
Hospice conducts a structured community volunteer training program. This initiative
equips volunteers with the knowledge and skills required to provide effective support
while encouraging long-term community volunteer behaviour.

15. Conclusion

Sparsh Hospice stands as a testament to the power of compassion, inclusivity, and
community-driven care. Over the years, the organisation has successfully redefined
palliative and hospice care in India, creating a model that is patient-centric, holistic,
and deeply empathetic. By addressing not only the physical suffering of patients but
also their emotional, social, and spiritual needs, Sparsh Hospice has set a benchmark
for end-of-life care that upholds dignity and enhances quality of life.

Through its unwavering commitment to accessibility and inclusivity, Sparsh
Hospice has been able to serve over 11,500 beneficiaries directly, while supporting
countless families as indirect beneficiaries. This impact extends beyond the patients
themselves, touching the lives of caregivers, families, and communities by fostering a
culture of acceptance, compassion, and understanding.

The ability to provide care free of cost is supported by CSR funding [10], govern-
ment collaborations, and philanthropic contributions, highlighting the strength of its
economic sustainability model. The National Corporate Social Responsibility (CSR) is
a commitment by businesses that contribute to the social and environmental well-
being of the communities in which they operate. CSR can take many forms, including
philanthropy, volunteering, and environmental initiatives. One way that businesses
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can support CSR is by providing funding to NGOs. NGOs are non-profit organisations
that work to address social and environmental issues. By providing funding to NGOs,
businesses can help to make a real difference in the world.

With CSR support Sparsh is able to focus on integrating advocacy, education, and
community engagement into its operations. The care setting has also succeeded in
challenging societal taboos, increasing awareness, and creating pathways for future
acceptance and accessibility of palliative care.

As Sparsh Hospice continues to grow, its mission remains steadfast: to ensure
that no patient faces their journey alone and that every individual receives the
care, respect, and dignity they deserve. This legacy of compassion not only uplifts
the patients and their families but also enriches the community, building a more
humane and empathetic society for generations to come. Furthermore, palliative care
which comes from the West, has unique challenges in India’s healthcare system. The
important conclusions of this chapter are to emphasise that providing palliative care
outside regular healthcare payment methods, especially in non-profit healthcare, is
beneficial. It focuses on giving patients more control, caring for their specific needs,
and being flexible with who can get help, even if they are expected to live longer than
six months [11].
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Abstract

This chapter examines the cultural acceptance of palliative care in Arab societ-
ies, emphasizing the interplay between historical, religious, and cultural factors
that shape perceptions and practices around end-of-life care. Palliative care remains
underdeveloped in many Arab countries due to stigma, limited awareness, and
systemic challenges such as restricted access to opioids and inadequate professional
training. Islamic teachings, family-centered care traditions, and societal norms
significantly influence healthcare decision-making, often balancing spiritual prepara-
tion for death with patient care needs. Psychosocial complexities, including the emo-
tional and mental burdens on patients and families, further highlight the necessity of
culturally sensitive communication and holistic care approaches. While countries like
Jordan and Saudi Arabia have made progress in integrating palliative care, significant
disparities persist, particularly in rural and underserved areas. Addressing these
challenges requires fostering cultural acceptance through community engagement,
education campaigns, and the involvement of religious leaders. Additionally, future
efforts must prioritize national policies, capacity building, and research tailored to
local contexts to ensure equitable access to palliative care services. By recognizing and
respecting cultural and religious values, healthcare systems can better meet the needs
of terminally ill patients and their families, ultimately improving quality of life and
care outcomes.

Keywords: palliative care, Arab societies, cultural acceptance, end-of-life care, Islamic
teachings, Muslims, Arabs

1. Introduction
1.1 Definition of palliative care
Palliative care is defined by the World Health Organization (WHO) as “the special-

ized medical care for people living with a serious, complex, or terminal illness. It focuses on
providing relief from pain and other distressing symptoms and addressing psychological,
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social, and spivitual concerns.” Palliative care differs from curative treatments in that
it prioritizes quality of life rather than solely focusing on disease eradication [1]. The
National Consensus Project for Quality Palliative Care (NCP) further emphasizes its
multidisciplinary approach, involving medical, emotional, psychological, and spiri-
tual care for patients and their families [2]. Palliative care can be provided alongside
curative treatments or as the main focus of care when curative treatments are no
longer effective.

1.2 Importance of cultural context in healthcare

Cultural context shapes healthcare practices, attitudes, and illness and treatment
perceptions. Beliefs, traditions, religious values, and social norms influence the
acceptance and delivery of medical interventions. For instance, cultural attitudes
toward death, dying, and care at the end of life can significantly determine how
palliative care is understood and implemented [3]. In Arab societies, cultural and
religious values intersect, creating unique challenges and opportunities for pallia-
tive care acceptance and integration into healthcare services. Understanding these
dynamics is essential for fostering trust and ensuring that care is sensitive, respectful,
and responsive to individual and communal needs [4].

1.3 Overview of psychosocial oncology and its relevance to palliative care

Psychosocial oncology addresses the emotional, social, and psychological needs
of patients with cancer and their families throughout the trajectory of illness. It
integrates mental health care into the broader scope of oncology treatment, recogniz-
ing that emotional and psychological well-being is integral to patients’ quality of life
[5]. Within palliative care, psychosocial oncology serves as a bridge between physical
symptom management and addressing mental health concerns, such as depres-
sion, anxiety, or grief. The inclusion of psychosocial interventions can alleviate the
emotional suffering often experienced by individuals facing end-of-life issues [6].
Effective psychosocial care requires cultural sensitivity and an understanding of how
different cultural groups conceptualize illness, suffering, and coping mechanisms.

1.4 Objectives of the chapter

Arab countries, also known as the Arab world, refer to a group of 22 countries
that are members of the Arab League. These countries share a common cultural and
linguistic heritage, with Arabic being the predominant language. The Arab world
spans two continents: Asia and Africa.

The primary objective of this chapter is to explore the cultural acceptance of pal-
liative care within Arab societies, highlighting the intricate interplay between cultural
beliefs, religious values, and psychosocial factors that influence end-of-life care. We
aim to comprehensively understand how these cultural dimensions shape perceptions
of palliative care, including its accessibility and integration into healthcare systems.
Additionally, the chapter seeks to identify the psychosocial complexities patients
and families face, emphasizing the need for culturally sensitive approaches in care
practices.

By examining current challenges and barriers, such as stigma, lack of aware-
ness, and differing attitudes toward death and dying, this chapter aspires to propose
actionable strategies for enhancing the acceptance and implementation of palliative
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care. These strategies aim to foster culturally appropriate interventions and education
campaigns, strengthen support networks, and address gaps in access to healthcare
services. Ultimately, the goal is to improve the quality of life for patients and their
families by ensuring that palliative care is responsive to the cultural and religious
values of Arab communities.

2. Cultural context of palliative care in the Arab world
2.1 Historical perspectives on end-of-life care

In Arab societies, the approach to end-of-life care has deep historical and cultural
roots shaped by pre-Islamic traditions, the rise of Islam, and advancements during the
medieval Islamic Golden Age (Figure1).

2.1.1 Pre-Islamic eva

Before the advent of Islam, Arab tribes had diverse customs and traditions around
death and dying. These practices varied widely among tribes but generally included
ritualistic mourning and strong community support for grieving families. Death was
seen as a natural part of life, and care for the dying was primarily communal, with
the extended family and tribal structures offering emotional and practical support
during illness and death [7].

2.1.2 Islamic influence
With the advent of Islam in the seventh century, Islamic teachings began to shape

end-of-life care practices profoundly. Islamic principles emphasize the sanctity of
life, the inevitability of death, and the importance of preparing for the afterlife.

Pre-Islamic area (Before 7th century)

Islamic Influence (7th century onwards)

Ritualistic
mourning,
community Introduction of
:‘;%’ (:il::i fomi Islamic
extended family 3., hines century)
involvement Quranic verses
'y
spiritual comfort, bmm(:ns
burial rites (hospitals) Institutionalized
integration of h&alu-lcal:f’ s
medical t(andaonwt:leﬁts)
h'e?t.‘::::m“' extended family  Integration of
l'el.lglal ot support modern palliative
moral suppo care l‘l.)‘;'actices,
emphasis on
family and
community,
medical
advancements
Figure 1.

Historical perspective on end-of-life care in Arab societies.
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Practices such as reciting Quranic verses, such as reciting Surah Yasin (a chapter from
the Quran) to the ill and dying and offering du’a (prayers), provide spiritual comfort
for both patients and their families [8]. The prophet Mohammed’s teaching included
remedies and medicines that, in the majority, targeted symptom management rather
than cure.

2.1.3 Medieval period

The Islamic Golden Age (8th to 14th centuries) brought significant advancements
in healthcare. Scholars such as Ibn Sina (Avicenna) and Al-Razi integrated medical,
ethical, and spiritual care into practice. Hospitals, known as baristas, were established
to provide comprehensive care for the sick and dying. This era emphasized compas-
sionate care, reflecting Islamic humanitarian values [9].

2.1.4 Ottoman empire

The Ottoman era was institutionalized through Waqfs (charitable endowments),
which funded hospitals and care centers, ensuring free access to care for the poor and
needy. Families remained the cornerstone of care provision, offering emotional and
practical support alongside hospital services [10].

2.1.5 Modern era

In contemporary times, integrating modern palliative care practices with tradi-
tional and religious values has become more pronounced. Arab societies continue to
emphasize the importance of family and community in end-of-life care while incor-
porating medical advancements and palliative care principles to improve patients’
quality of life [11].

2.2 Cultural beliefs and values regarding death and dying

Cultural and religious beliefs play a significant role in shaping the preferences and
attitudes of patients and families toward palliative care in Arab Muslim societies. For
individuals from diverse cultural and religious backgrounds, particularly within Arab
and Muslim communities, illness, suffering, and death are often viewed through a
spiritual lens, with a firm reliance on religious and social interpretations [12, 13].

2.2.1 Attitudes toward illness and suffering

In many Arab societies, illness and suffering are perceived as tests of faith or
opportunities for spiritual growth. Suffering is often seen as a way to attain spiritual
rewards in the afterlife. This belief can influence care decisions, where patients may
decline aggressive interventions in favor of spiritual preparation. However, it can
also lead to reluctance to seek pain management or palliative interventions due to
misconceptions that alleviating suffering might undermine faith [8, 14]. However,
more recently in Arab cultures, many patients opt to remain hospitalized during their
final days because hospitals are perceived as places of safety and specialized care.
Motivated by love and cultural obligation, families often seek second opinions or
additional interventions to “do everything possible” for loved ones, even when such
measures involve aggressive medical interventions [12]. A prevalent misconception in
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these contexts is the belief that opioids, such as morphine, cause addiction or hasten
death, leading to widespread underutilization and poor pain management [13]. This
misconception, combined with the stigma surrounding opioid use, hinders the effec-
tive delivery of palliative care services and exacerbates patients’ suffering.

2.2.2 Family’s vole in care decisions

Arab culture emphasizes family collectivism, where care decisions are made col-
lectively rather than individually. Families often prioritize protecting patients from
distressing information about their prognosis, which may conflict with the concept
of patient autonomy [15, 16]. While this approach ensures that patients are not left to
face illness alone, it can hinder open communication and decision-making regarding
end-of-life issues [12, 13].

2.3 Religious influences on palliative care practices

Islam provides a comprehensive framework for end care emphasizing compassion,
dignity, and spiritual well-being.

2.3.1 Islamic teachings on end-of-life care

Islamic principles encourage the alleviation of suffering, with the use of pain relief
(e.g., opioids) being permissible as long as it does not hasten death [17]. Prophecy
Mohammed emphasized the importance of caring for the sick, reflecting humanitar-
ian values. Practices such as Dhikr (remembrance of God) and salat (prayers) com-
fort dying patients.

2.3.2 Variations across different Avab cultures

While Islamic principles form a shared foundation, local traditions and interpre-
tations of Islamic teachings introduce regional variation. For example, Gulf countries
may emphasize stricter family involvement and religious practices compared to more
diverse Levantine or North African societies. The extended family often assumes
caregiving responsibilities at home, which is considered an act of spiritual and moral
duty. Providing care in the house ensures privacy and allows families to uphold
cultural values of honoring and supporting the patient in their final moments.

These variations influence preferences for home-based care versus hospital care

and attitudes toward aggressive interventions [18]. Furthermore, families may seek
support from religious healers or traditional medicine practitioners alongside formal
palliative care in rural or conventional parts of the Gulf and North Africa. Practices
like Ruqyah (spiritual healing through Qur’anic verses) may accompany medical
treatments [19, 20].

2.4 Palliative care terminology from the Quran and Arab cultural context
2.4.1 Quranic terminology and spiritual foundations
In Arab Muslim societies, palliative care draws heavily from Islamic principles

rooted in the Quran and Hadith. The concept of rahma (mercy) is central to the care
of those facing end-of-life challenges, as Allah is described as “The Most Merciful”
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(Ar-Rahman) in the Quran. Another vital term is sabr (patience), frequently
encouraged in the Quran during hardship and suffering. Patients and their families
are often reminded of tawakkul (reliance on God), which signifies entrusting their
circumstances to divine will, particularly when medical interventions can no longer
cure illness. Such values provide spiritual comfort and align closely with the prin-
ciples of palliative care, emphasizing compassion, dignity, and holistic support [7,
10, 15, 21].

2.4.2 Local terminologies in Avab societies

In the Arab world, cultural and linguistic nuances often shape palliative care-
related terms. The term ri‘aya takhfif al-alam (care to alleviate suffering) is widely
used to describe palliative care, emphasizing the relief of pain and discomfort. Terms
like ma’raka ma’al marad (battle with illness) reflect the cultural framing of illness
as a challenge requiring endurance and faith. Additionally, the word yusr (ease) is
significant, as it resonates with the Quranic verse, “Verily, with hardship comes ease”
(Quran 94:6). This provides a spiritual framework for encouraging both patients and
caregivers to find hope and peace amid struggles. Regional dialects might also employ
phrases unique to specific communities, reflecting the interplay of traditional values
with modern medical practices [7, 10, 15, 21].

In Oman, for example, we use “palliative care” translate to Arabic as “ar-raaya
at-taltifiya”). This translation may be used in formal healthcare settings, documents,
or discussions. The word “lutf or taltif ” appears in several verses of the Quran.
While it does not directly translate to “palliative care,” it carries specific meanings
that resonate with the principles and goals of palliative care, for example, kindness,
gentleness, compassion, favor, grace, mercy, ease, comfort, and relief. Another
terminology commonly used (ar-ri‘ayah al-mukh hafifah li-I-a’rad), which means
“symptom-relieving care”

2.4.3 Integration of faith and cave practices

Faith-based terminology in Arab countries bridges the gap between religious prac-
tices and palliative care interventions. For instance, concepts like ihsan (benevolence)
and husn al-khatima (a good ending) align with the goals of ensuring a peaceful and
dignified death. Religious leaders and chaplains often use these terms to counsel
families and patients, facilitating acceptance of the terminal nature of illnesses while
adhering to Islamic tenets. This integration ensures that the spiritual and emotional
needs of the patients are met, alongside physical care. Moreover, using these terms by
healthcare providers fosters culturally sensitive communication and trust, ensuring
palliative care is more accessible and meaningful in Arab societies [7, 21].

These perspectives highlight the profound influence of Islamic teachings and local
cultures on palliative care, encouraging holistic support grounded in faith, commu-
nity, and compassion.

3. Current state of palliative care in Arab countries

Worldwide, around 40 million people need palliative care each year, with 78%
of them living in low- and middle-income countries. This includes a significant
number of non-cancer patients suffering from chronic illnesses such as heart disease,
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respiratory diseases, and neurological disorders. In the Eastern Mediterranean Region
(EMRO), which includes many Arab countries, the need for palliative care is increas-
ing [22]. For example, in Saudi Arabia, the proportion of palliative care needs relative
to deaths has been estimated to be as high as 95% [23].

Cancer incidence in Arab countries is on the rise, and it is forecasted to increase
by 1.8-fold by 2030 [24, 25]. Most of the cancer cases in Arab countries are in stage
IV when treatment options are minimal, and the prognosis is usually poor, especially
among young patients [26]. Traditionally, palliative care is introduced late in oncol-
ogy, often when treatment options are exhausted or when death is imminent [27].
However, evidence increasingly supports integrating early palliative care into oncol-
ogy practice to manage symptoms and align treatment plans with patients’ value
goals [27-30]. Despite these benefits, many terminally ill patients worldwide remain
underserved, and referrals to interdisciplinary palliative care remain limited [1, 30].

3.1 Overview of existing palliative care in the Arab world

Palliative care is considered a new specialty in medicine and is in the early stages
across the Arab World [31]. In the Middle East, palliative care is still a relatively new
concept. It was first introduced in Saudi Arabia in 1992 and has only recently been
adopted in countries like Qatar, Bahrain, and the UAE. The Worldwide Hospice
Palliative Care Alliance (WHPCA) classified palliative care development into four
levels according to the development of the services. Counties included in Level 1
are those with no hospice or palliative care activity reported. Level 2 countries have
initiated capacity-building activity in palliative care, while those with isolated or
generalized palliative care services are categorized as Level 3. If the government has
palliative care services integrated into mainstream service provision, it will be classi-
fied as Level 4. Level 4a is for preliminary integration, and Level 4b is for advanced
integration. While most Middle Eastern countries, including Palestine, Irag, Oman,
and Lebanon, are still in capacity-building, Saudi Arabia and Jordan have already
established localized provisions, leading by example without integration with main-
stream service providers. However, Yemen and Syria have little to no known palliative
care activity. Common factors hindering progress in most countries include political
issues, resource scarcity, and a lack of education and awareness [32, 33].

Despite the progress in the Arab world, no Arab country has yet reached level 4,
where palliative care is fully integrated into national healthcare systems. The cur-
rent Palliative Care Programs in these countries aim primarily to provide palliative
care to cancer patients, including pain and symptom management. These programs
sometimes support other terminal illnesses, such as non-malignant conditions
(Table 1). However, here are some examples of initiatives and progress aiming to
level up palliative care in Arab countries: Saudi Arabia has incorporated palliative care
into its Healthcare Vision 2030, recognizing its importance for improving patients’
outcomes [34]. The King Hussein Cancer Centre (KHCC) in Jordan is considered
a comprehensive cancer center, offering well-developed palliative care for cancer
patients inpatients, outpatient, and home-based care [35, 36]. In Lebanon, the Balsam
Organization (a non-governmental organization) supports patients with life-threat-
ening illnesses through clinical care, advocacy, capacity-building efforts, and research
[37]. Non-government organizations, such as the Al Malath organization in Jordon,
provide hospice care, addressing gaps in formal palliative care infrastructure [38].

While such initiatives are promising, the absence of national palliative care
programs in many countries highlights persistent challenges. Limited resources
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Level of palliative care development Countries

Level 1—no known palliative care activity Comoros, South Sudan, Djibouti, Iraq, Somalia, Somaliland,
Syria, Yemen

Level 2—capacity building palliative care UAE
activity
Level 3a—isolate palliative care provision Algeria, Mauritania, Bahrain, Egypt, Kuwait, Lebanon,

Libya, Morocco, Palestine, Sudan, Tunisia

Level 3b—generalized palliative care Jordan, Oman, Qatar, Saudi Arabia
provision
Level 4a—palliative care services at the None

preliminary stage of integration

Level 4b—palliative care at an advanced stage None
of integration

Table1.
Levels of palliative care development across Arab countries as assessed by the Worldwide Hospice Palliative Care
Alliance (WHPCA) [32].

and cultural misconceptions surrounding palliative care require national strate-
gies, capacity-building programs, and cultural advocacy to address barriers [31]. By
integrating palliative care into healthcare systems, Arab countries can ensure holistic
patient-centered care that improves the quality of life of terminally ill patients and
their families.

3.2 Pediatric palliative care

In 2019, the estimated number of children requiring palliative care in the Gulf
Cooperation Council (GCC) was approximately 22,000, translating to a rate of 17.5
per 10,000 children. Oman reported the highest ratio (21 per 10,000 children), while
the United Arab Emirates reported the lowest (16 per 10,000 children) [39, 40].
According to the WHO, all GCC countries share health system disadvantages, includ-
ing disorganized infrastructure, weak policy development, and limited regulatory
capacity [39, 40].

In GCC countries, pediatric palliative care (PPC) remains underdeveloped,
with services primarily catering to adults. Among the GCC nations, evidence
of PPC provision exists only in Kuwait and Saudi Arabia, according to the
International Children’s Palliative Care Network (ICPCN) [39]. The remaining
GCC countries lack specialized PPC services. This underdevelopment is further
mirrored across the Middle East, where PPC is in its infancy, due to several barri-
ers, including inadequate professional training, insufficient policymaker support,
restricted access to opioids, and limited financial resources. Specialized PPC
services exist only in Jordan, Egypt, and Saudi Arabia, leaving the broader region
underserved [39, 40].

3.3 Availability and accessibility

Palliative care services in Arab countries are not evenly distributed, and in many
cases, there are challenges for patients to access, especially for rural, remote, and
marginalized populations [41]. Existing services are primarily concentrated in big
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cities, often within tertiary hospitals or cancer centers, limiting outreach and accessi-
bility [41]. This urban-centric model excludes significant portions of the population,
particularly those in underserved areas [41, 42]. Structural health system challenges,
including poor referral systems, limited human resources, and inadequate infrastruc-
ture, further compound the situation. For instance, most palliative care facilities

are hospital-based and designed for acute, curative care, leading to overcrowding

and suboptimal patient experiences. Transportation difficulties and the absence of
well-coordinated referral networks exacerbate the strain on families seeking care

[42, 43]. Additionally, while some country-specific studies offer valuable insights into
PPC service availability and gaps, such studies are scarce across the region. General
reports and surveys often lack granularity, failing to address the specific needs of
local populations. This insufficiency highlights the urgent need for strategic planning,
standardized training programs, and integrated care frameworks that enhance the
reach and quality of palliative care.

3.4 Challenges in providing palliative care in Arab countries
3.4.1 Policies and regulations barriers

Arab countries face substantial healthcare system challenges, exacerbated by
insufficient funding, limited health insurance coverage, constrained resource
allocation, and a shortage of healthcare professionals. Furthermore, there is
an almost complete reliance on government services as the primary source of
budget allocations, further complicating the situation. However, context-specific
indicators are an excellent source for assessing the development of palliative care
in Arab countries. Some of these indicators are related to opioid consumption and
availability [44].

Opioid consumption in the Arab world is significantly lower than international
recommendations and averages, with considerable variations between countries.
The average usage in the region is 2.40 mg per capita per year, much lower than
the 200 mg per capita per year, which is considered adequate for medical purposes
[42]. Morphine, in oral and injectable forms, is predominantly available in certain
countries such as Qatar, Saudi Arabia, Oman, Kuwait, Jordan, and Palestine. In
contrast, other countries like Egypt and Morocco show inconsistent availability,
with injectable morphine being accessible only sporadically. However, these
differences from global use were not subjected to further studies to understand
the core issues related to the reduced amount used, apart from a restrained supply
(Figure 2) [44].

The bar graph illustrates opioid consumption per capita (mg/capita/year)
in selected Arab countries compared to the global average of 200 mg/capita/
year. Each orange bar represents a specific Arab country, while the red-dashed
line highlights the global average. The graph reveals a significant disparity, with
all Arab countries reporting opioid consumption well below the international
benchmark. For instance, Jordan and Kuwait show relatively higher values (7 and
6 mg, respectively), while countries like Egypt and Morocco report even lower
levels (2.8 and 2.5 mg).

This stark difference underscores systemic challenges, including stigma surround-
ing opioid use, restricted availability, and regulatory barriers, which hinder effective
pain management in palliative care settings. Addressing these disparities is crucial for
improving the quality of life for patients with life-limiting illnesses.
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Opioid Consumption Per Capita in Arab Countries vs Global Average
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Figure 2.
Opioid consumption per capita (mg/capita/year) in selected Avab countries compared to the global average of
200 mg/capita/year.

3.4.2 Palliative care policies and funding

National strategic plans exist in Jordan, Kuwait, Lebanon, Oman, Qatar, and
Saudi Arabia, and periodic evaluations are conducted in Kuwait, Qatar, and Saudi
Arabia. National regulations related to Do Not Attempt Resuscitation (DNAR)
policies are reported in only five countries: Lebanon, Jordan, Saudi Arabia, Qatar,
and Oman [24]. Funding for palliative care is generally limited and often embed-
ded within national cancer care plans, highlighting the need for expanded financial
commitment [44].

3.4.3 Capacity building

Investing in education and workforce development is vital for addressing the
shortage of palliative care professionals. Key strategies include expanding medical
schools, creating specialized training programs, and providing attractive incen-
tives for healthcare professionals to practice in understaffed regions. Integrating
palliative care education into undergraduate and postgraduate medical curricula is
critical.

3.5 Challenges in providing palliative care
3.5.1 Integration of palliative care services

A significant barrier to quality palliative care in Arab countries is the lack of inte-
gration into existing healthcare systems. As a result, referral to palliative care services

is often delayed, leading to prolonged suffering and reduced quality of life for patients
and their family members [34].
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3.5.2 Lack of knowledge

A critical challenge stems from insufficient awareness of palliative care among the
general public, patients, and professionals. The term “palliative” is often misinter-
preted as synonymous with abandonment or treatment failure, creating resistance to
its use. This leads to fear or denial of service by patients and their families and results
in healthcare professionals delaying referrals, believing it signals giving up hope. To
counter this, open communication and education are vital. Healthcare providers must
emphasize that palliative care aims to alleviate suffering, optimize well-being, and
support patients in decision-making. Palliative care is not about giving up but ensur-
ing comfort, dignity, and quality of life. Challenging these misperceptions will foster
a culture of acceptance and early referrals to palliative services [1, 45].

3.5.3 Location of care

Palliative care services in Arab countries are predominantly hospital-based, which
does not align with many patients’ preferences to receive care at home or in com-
munity settings. It is essential to broaden the accessibility and availability of palliative
care by integrating it into various settings, such as home-based care, community
centers, and outpatient clinics. By diversifying the delivery of palliative care, we can
better meet the preferences and needs of patients, allowing them to receive care in
settings that are comforting and familiar to them.

Addressing the barriers to quality palliative care in the Arab world requires a
multi-faceted approach. This includes integrating palliative care into healthcare sys-
tems, educating the public and healthcare professionals, challenging misconceptions,
promoting early referral, fostering open communication, and expanding available
care options. By doing so, we can ensure that all individuals facing life-limiting ill-
nesses receive the compassionate and comprehensive care they deserve, regardless of
their location or circumstances [46].

3.5.4 Policies and vegulations barriers

Systemic barriers, such as inadequate policies and regulatory frameworks,
hinder palliative care’s comprehensive implementation and modernization. Key
challenges are limited access to controlled medications (e.g., opioids) and the
absence of national policies supporting palliative care as a standard service.
Therefore, reforming healthcare policies requires stakeholders’ and government
support, access to evidence-based and cost-effective palliative care services, and
early integration of palliative care. Palliative care should be available right from
the moment of diagnosis, that is, early integration, allowing a continuum of care
throughout the patient’s journey [45-51].

3.6 Socioeconomic factors affecting access

Arab countries vary considerably in per capita gross national income, which is
a key measure for determining the extent of available resources for healthcare. It
is worth noting that several countries in this region exhibit below-average health-
care spending, contributing to the world’s most significant discrepancies in health
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expenditure. Consequently, they face a disproportionate burden of ill health stem-
ming from numerous public health challenges, including an alarmingly high incidence
of non-communicable diseases [46].

3.7 Training and education

Training and education of healthcare providers in palliative care services are
crucial and indispensable for achieving the desired outcomes. It is essential that
undergraduate education not only covers the fundamental principles but also provides
clear and in-depth knowledge and understanding of the complex aspects of care,
emphasizing its significant impact on patients entering the final stages of their lives.
Unfortunately, it is disheartening to see that most Arab nations currently lack under-
graduate education in the field of palliative care, thereby depriving future healthcare
providers of the critical knowledge and skills necessary for effective service.

Six Arab countries have responded differently regarding the presence of official
specialization programs in palliative medicine. Lebanon designates Palliative Care as
a specialty; Qatar, Jordan, and Saudi Arabia as a sub-specialty; Iraq, Kuwait, and the
Occupied Palestinian Territories officially recognize specializations completed abroad
[44]. The King Hussain Cancer Foundation and The Saudi Society of Palliative Care
have established two-year fellowship training programs in Jordan and Saudi Arabia.
These specialized palliative services, operating from Cancer and Central Hospitals,
have been developed through comprehensive curriculum development and rigorous
fellowship programs to prepare practice specialists. These efforts reflect a positive and
encouraging trend toward enhancing the overall quality of palliative care in the Arab
region [34, 47].

3.8 Recommendations and future directions

Healthcare systems serving Arab and Muslim patients must address cultural
and religious barriers to improve palliative care delivery. Recommendations include
providing education for healthcare providers on cultural competency and the specific
needs of Muslim patients, including religious practices related to end-of-life care,
encouraging community engagement to dispel myths about palliative care and opioid
use through public awareness campaigns, incorporating multidisciplinary teams,
including spiritual advisors and culturally trained social workers, to address the
holistic needs of patients and families (Table 2) [12, 13].

Category Recommendation Goal
Short-term Increase public awareness through Raising awareness and acceptance of palliative care.
goals media campaigns
Provide training workshops for Improving healthcare professionals’ knowledge and
healthcare professionals skills.
Long-term Establish national palliative care Creating sustainable, formalized care systems.
goals programs
Integrate services into all levels of Ensuring palliative care is widely accessible and
healthcare. embedded in healthcare systems.
Table 2.

Future divections and recommendations for enhancing palliative care in the Arab world.
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4. Psychosocial complexity in palliative care in Arabs societies
4.1 Understanding psychosocial aspects of patient and family care
4.1.1 The psychological impact of terminal illness

Patients with advanced disease or who are approaching death may experience
several psychological symptoms that may exacerbate their suffering. One of the
most common of these mental health problems faced by terminally ill patients is
depression, affecting around 20% of individuals [52, 53]. These patients struggle to
find pleasure and meaning in their final days, experiencing a sense of isolation or
brokenness. These challenges of loss not only devastate the patient but also concur-
rently affect their families and loved ones around them. These include grievances
for changes to social and occupational status, changes in role definition, loss of
identity, reduced control of day-to-day activities, and physical losses experienced
by the illness, also coined as anticipatory grief [54, 55]. In these patients, there lies
difficulty for clinicians to differentiate between a normal emotional response to dying
compared to more clinical psychiatric disorders such as major depression, leading to
underdiagnosis and undertreatment [52].

Additionally, patients receiving palliative treatment also experience heightened
anxiety, with around 14% meeting the cutoff range for anxiety disorders. A scoping
review of qualitative studies assessing the psychosocial impact of advanced disease
progression identified themes of uncertainty, worrying about the emotional impact of
the disease progression on their loved ones, and fear of death, among other themes that
lead to heightened anxiety [56]. In the Middle East, research has shown similar psycho-
logical impacts that are compounded by cultural factors, where terminally ill patients
in the Middle East often experience the same psychological distress exacerbated by
societal expectations and family dynamics [57]. Long-term psychological distress in
this population may lead to a reduced quality of life for the patient and their families
and difficulties with treatment adherence that may result in a strain on services [55, 58].

4.2 Coping mechanisms among patients and families

Despite the psychological burden caused by terminal illness on patients and fami-
lies, various coping mechanisms can be effective in managing some of the distress,
where they have been shown to improve the quality of life and depressive symptoms
for both patients and their families [59]. Positive or adaptive coping strategies include
active coping, acceptance, positive reframing, planning, and humor. These strategies
are associated with increased resilience and reduced emotional distress. Conversely,
negative coping strategies such as behavioral disengagement, self-blame, and denial
are linked to increased emotional distress and decreased resilience [60].

Social support from family, friends, and healthcare professionals plays a crucial
role in helping patients and their families cope with the challenges of terminal illness.
Social support effectively alleviates psychological distress, providing individuals with
security and belonging. Another aspect of coping can be facilitated when conserv-
ing the dignity of patients, which is a fundamental goal in palliative care [58]. In
the Middle East, the concept of dignity is understood differently from the Western
perspective, influenced by social, political, and cultural factors. Factors that enhance
dignity include maintaining privacy, gentle communication, family support, and
access to quality healthcare [61].
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Culture and religion play a pivotal role in shaping the responses of patients and
their families to terminal illnesses in non-Eurocentric cultures. Faith and prayer are
common means of finding comfort and meaning, with religion as a significant source
of psychological support [62]. Cultural traditions emphasize the importance of family
and social support, enhancing individuals’ ability to cope with psychological stress.

4.3 Role of cultural beliefs in psychosocial support

Cultural beliefs shape how patients and their families perceive and engage with
palliative care services. Cultural norms and religious values often influence decisions
about end-of-life care. For instance, the importance of family involvement and the
collective decision-making process is deeply rooted in many non-Eurocentric cul-
tures. This can affect how psychosocial support is provided and received, as health-
care providers must navigate these cultural dynamics to offer adequate care.

4.4 Stigma and misconceptions about palliative care

Despite the extensive evidence base showing the importance of early integration
of palliative care in advanced cancer, there is a stigma around the discipline that
remains. Additionally, the psychosocial complexity in palliative care is significantly
influenced by cultural beliefs and societal attitudes, which can vary widely across
different regions or cultural backgrounds. One of the significant challenges in provid-
ing palliative care in these regions is the stigma and misconceptions associated with
it. Many people equate palliative care with giving up on treatment or see it as only
relevant at the very end of life. This misconception can prevent patients from seeking
timely palliative care designed to improve the quality of life at any stage of the illness
[63]. As a result of this stigma, many physicians may also tend to avoid making timely
referrals to palliative care out of fear that it would emphasize the thought of death and
reduce hope or evoke negative emotions for patients and their families [64].

The stigma surrounding palliative care can lead to delays in accessing necessary
services, resulting in unmanaged symptoms and reduced quality of life. Patients and
families may avoid discussing palliative care options due to fear of being perceived as
hopeless or giving up. This stigma is often compounded by a lack of awareness and
understanding of what palliative care entails [65]. As a result, there is an emphasis on
better education and awareness to combat these stigmas (Table 3).

4.5 The importance of culturally sensitive communication

Within the palliative care context, the role of culture is significantly acknowl-
edged, as it is believed to facilitate how illness is understood, how suffering and pain
are expressed, and how grief presents itself for the patient and their families [66]. As
such, preferences in communication patterns are integral for clinicians to understand
when working within this context. These differences may include a patient’s prefer-
ences about knowing the extent of details of their illness, inappropriate and appropri-
ate terminology, and levels of family involvement. For example, some culture’s view
talking about death as hastening the process and prefer not to name death during
communication [67]. Another example includes how suffering and physical pain
are recognized to be an examination of faith for some black Caribbean experiencing
cancer and should not be alleviated with medications [68]. Clinicians can be mindful
of these processes by inquiring about how much the individual knows and wishes to
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Barrier Impact Proposed solution

Stigma around opioids Underutilization of pain relief Education campaigns debunking myths
Lack of training for Suboptimal patient care Integrating palliative care into medical
professionals curricula

Poor access to services Limited care for rural Expanding home-based care programs

populations

Table 3.
Overview of key barriers to adequate palliative care, their associated impacts, and proposed solutions.

know about their illness and be curious about the cultural context of their meanings
of suffering, as this would influence their decision-making process [69].

Jibeen and Khalid [70] explored the acculturative stress experienced by Pakistani
immigrant adolescents in Canada. They highlight that culturally sensitive commu-
nication can significantly reduce stress by providing a supportive environment that
understands immigrants’ challenges in a new cultural setting. The study developed a
scale to measure acculturative stress, finding that effective communication acknowl-
edging cultural differences can help mitigate the adverse effects of acculturation, such
as feelings of isolation and identity conflict. Other studies also highlighted that effec-
tive communication that respects cultural values and beliefs helps reduce conflicts
between patients, families, and professionals, improving the quality of care [68].
Ensuring culturally sensitive communication is essential in maintaining trust and a
collaborative relationship between professionals, patients, and their family members
in palliative care settings.

4.6 Integration of psychosocial support in palliative care practices

Integrating psychosocial support in palliative care practices is a crucial aspect
that significantly enhances the quality of life for patients facing life-limiting ill-
nesses. The global development of palliative care has increasingly recognized the
importance of addressing patients’ physical, emotional, and psychological needs.
They highlight that comprehensive palliative care, which includes psychosocial sup-
port, can alleviate the emotional distress experienced by patients and their families
during end-of-life care [71].

In palliative care settings, cognitive behavioral-based interventions, acceptance
and commitment therapy, meaning-based interventions, mindfulness-based interven-
tions, and arts-based therapies are some of the commonly facilitated psychotherapeutic
interventions. When addressing social stressors in these contexts, end-of-life discussion,
social support interventions, and promoting advanced care planning are all integral
alongside therapeutic interventions [72]. In a systematic review and meta-analysis, Warth
and colleagues (2019) showed that brief psychosocial intervention, including life review
techniques that aim to strengthen the individual’s identity by providing them the space
to reflect on essential parts of their life and music therapy, was effective in improving
quality of life in palliative care patients. The data showed a reduction in both emotional
and existential distress in comparison to control groups who were either on a waitlist,
received no treatment, or were provided with standard care [73]. Additionally, thera-
peutic interventions that target death anxiety through facilitating meaning and dignity,
exploring relationships, and emphasizing spiritual well-being are beneficial for patients
experiencing death anxiety as a result of advanced cancer [74].
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The main elements of psychotherapy in end-of-life care include a strong therapeu-
tic alliance with the patient, where the therapist demonstrates empathy and uncon-
ditional positive regard for the patient and their experiences. Therapists should also
consider adaptations needed for patients in these settings, such as reduced session
time, more rescheduling, and seeing patients in less conventional settings [56].

In a systematic review exploring the integration of palliative care and psychiatry,
Shalev and colleagues’ [75] findings underscore the vital role of psychosocial sup-
port in managing symptoms such as depression and anxiety, suggesting that health-
care providers should be trained to deliver psychosocial interventions effectively.
These interventions can include counseling, support groups, and stress management
techniques, which help patients cope with their emotional challenges. By address-
ing these psychological aspects, palliative care can significantly improve patients’
overall well-being and quality of life. This holistic approach ensures that patients
receive compassionate care that respects their dignity and provides comfort in their

final days [75].

5. Strategies for enhancing cultural acceptance in Arabs
5.1 Community engagement and education
5.1.1 Raising awareness about palliative care

One of the challenges in integrating palliative care into patient treatment is the
lack of patient awareness about it. This issue stems from inadequate resources for edu-
cating patients and the absence of detailed information outlining the specific aspects
of palliative care, resulting in insufficient evidence of patient awareness [76]. A study
in Jordan using the “Palliative Care Knowledge Scale” (PaCKS) and the “Frommelt
Attitudes Toward Care of the Dying - B (FATCOD-B)” tool revealed moderate knowl-
edge and neutral attitudes toward palliative care among 329 adult respondents. Only
20.4% had prior knowledge of palliative care, with higher self-reported knowledge,
older age, and higher income associated with better understanding and more favor-
able attitudes. These findings indicate a need for awareness campaigns to educate the
Jordanian society about palliative care [77].

Raising awareness is vital for integrating palliative care into public health.
Campaigns should balance short-term national media efforts with long-term local
initiatives. National and regional projects must address barriers such as literacy and
resource access [78]. Public awareness of palliative care services is insufficient, and
many families lack experience with them. Campaigns are needed to enhance aware-
ness and improve access to these services [79].

A systematic review found that over half of the patients lacked information about
palliative or hospice care. Some patients had accurate definitions, while others had
misconceptions. The review recommended video presentations and community
information distribution to increase awareness, emphasizing the need for patient
education programs and interventional studies [76].

Some studies have shown that palliative care services are inaccessible or under-
developed in many regions worldwide. It is emphasized that one of the key steps to
introducing or developing palliative care services is to enhance awareness and com-
munity participation. This can be achieved through various awareness modalities and
campaigns such as social media campaigns, national palliative care day events, and
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gatherings to share personal stories to foster a discussion on palliative care, such as the
“human library” initiative. Additionally, community participation can be enhanced
through volunteering programs like the “Adopt a Grandma” initiative and medical
student-led projects [80]. The community plays a crucial role and must be included

in plans to develop palliative care services. Promoting palliative care education and
certification for physicians and nurses is vital, and home-based and hospice services
must be maintained [81].

Palliative care is still a relatively new concept in the Middle East. Common fac-
tors hindering progress in most countries include political issues, resource scarcity,
and a lack of education and awareness [33]. Recently, a strong focus has been on
providing formal education to professionals and increasing public awareness. Cross-
border collaborations are also essential, whether through organizations like the
Middle East Cancer Consortium (MECC) or other means [33]. Given the impor-
tance of palliative care services to the well-being of patients and their families,
continuous training activities that can overcome geopolitical challenges and change
the attitudes of regulators, medical administrators, medical staff, and the public
should be focused on [41].

5.1.2 Involvement of community leaders and veligious figures

In most Middle Eastern countries, Islam is the predominant religion, but there are
varying levels of acceptance regarding cancer, starting from diagnosis to treatment
planning. Several factors shape people’s attitudes toward cancer, including faith,
beliefs, societal traditions, cultural taboos, and stigmas. Healthcare professionals
must respect these practices and find ways to address their patients’ sensitivities,
thereby preserving their dignity and faith [82].

Therefore, physicians, nurses, and social workers should inquire about the
patient’s spiritual beliefs compassionately and respectfully. If medical science is
presented as the sole solution to human suffering, patients and their families might
perceive future promises as current realities. They may unfairly blame the oncologist
if treatment fails. Thus, physicians must discuss the promises of medical science and
its limitations [83]. A physician who understands their patient’s cultural background
gains an additional perspective on their situation. This understanding helps form
stronger bonds, enabling the physician to better guide the patient’s choices in finding
meaning in their experience of suffering and death [83]. In culturally sensitive societ-
ies, such as those in Islamic countries, incorporating cultural components allows a
deeper understanding of patients’ lifestyles, values, norms, and expectations [83].

Without this understanding, clinicians would struggle to provide meaningful
support to patients and their families, making it challenging to navigate cancer
trajectories with less suffering. Therefore, clinicians must focus on healing and curing
within the diverse cultural backgrounds of patients and healthcare providers. Unlike
many Western societies, Islamic societies are more accepting of death and coexist
with the awareness of its inevitability. This perspective influences how patients and
their families view death and what lies beyond it [83]. To provide effective, culturally
appropriate care to terminally ill Muslim patients, it is essential to perform Islamic
rituals in a manner that acknowledges and respects the cultural differences of this
population [84].

A study aimed at increasing awareness about the importance of advanced care
planning and improving knowledge among healthcare providers and the public suc-
cessfully engaged around 100 participants. The attendees, which included community
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members, healthcare professionals, medical students, and faith leaders, provided
positive feedback, with over 90% rating the event as very good or excellent. The event
increased awareness about advanced care planning within the Islamic community
and helped healthcare providers gain insights into Islamic perspectives on the topic.
This engagement model between the community and healthcare providers could also
benefit other faith groups looking to discuss advanced care planning within their
religious and cultural contexts [85, 86].

One example of the involvement of religious leaders in Palliative care in Oman
was in the first Islamic medical meeting, where General Mufee gave a clear role in
labeling terminally ill patients with a Do Not Resuscitate order. That meeting had a
significant contribution to avoiding unnecessary suffering for terminally ill patients
[87]. Islamic scholars generally agree that a DNR order is permissible under certain
conditions. If further medical treatment is futile and the patient or their immediate
relatives consent, it is allowed to issue a DNR order [88]. This is considered a form
of medical treatment that is not obligatory but desirable (musthub). However, if the
patient is not in a vegetative state and CPR could save their life, issuing a DNR order is
not permissible [89].

In Arab culture, community leaders often play a crucial role, especially during
challenging discussions about serious illnesses with close family members. These
leaders command respect and can include tribal chiefs, elders of extended families, or
even the principal of aleading school in some communities.

A specific example from my experience involved seeking the assistance of a
Mosque Sheikh to help a patient with terminal cancer disclose his diagnosis to his
tribe. The patient had kept his illness a secret for many years, considering the entire
tribe as his extended family. He struggled with the fear of being judged for not reveal-
ing his condition earlier. Involving the Sheikh helped him come to terms with his
terminal illness and provided him with peace. After each prayer, the Sheikh encour-
aged the community to visit the patient, offering social conjnection and spiritual
support in his final months.

5.2 Training for healthcare professionals
5.2.1 Cultural competency training

Research indicates that misunderstandings between Muslim patients and non-
Muslim healthcare staff are common, particularly concerning end-of-life care and
pain management. Chaplains, who act as cultural and spiritual liaisons, can play a
crucial role in bridging these gaps. Non-Muslim chaplains and healthcare providers
should invest in deepening their understanding of Islamic beliefs and practices. This
can foster better communication, respect, and trust, ultimately improving patient
outcomes. Additionally, Muslim patients and their families could greatly benefit
from enhanced education and awareness regarding the roles and availability of
chaplains, as well as the various options for pain management and end-of-life care.
These insights hold significant implications for medical practice, education, and
research [90].

A study in the UAE highlighted the challenges posed by cultural diversity in adopt-
ing a holistic approach to patient care, stressing the need for culturally competent
practices that respect and accommodate diverse cultural backgrounds [82]. Another
study in Saudi Arabia emphasized the importance of family presence, the observance
of religious practices in the absence of family, and the provision of peaceful and
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compassionate end-of-life experiences. These findings underline the commitment of
nurses and healthcare providers to deliver holistic, patient-centered care that honors
cultural and individual beliefs [91].

Healthcare institutions should implement mandatory cultural competency
training programs for all providers and chaplains. These programs should cover the
basics of Islamic beliefs, cultural practices, and the specific needs of Muslim patients,
particularly in the context of end-of-life care and pain management. Regular work-
shops and seminars led by experienced Muslim chaplains and cultural experts can
enhance the understanding and empathy of healthcare providers, thereby improving
the overall quality of patient care.

5.2.2 Palliative care and death literacy

Death literacy refers to the knowledge and skills that enable individuals to access,
understand, and make informed choices about end-of-life and death care options. It
encompasses practical knowledge about good end-of-life care, the legal processes, and
the support available at different stages. Death literacy prepares individuals to make
informed end-of-life care decisions and support others in similar situations [92].

Despite the critical importance of death literacy, it is often inadequately addressed
in medical and postgraduate education. A scoping review of death and dying educa-
tion in U.S. medical schools found significant variation in the type and content of
end-of-life training, with a reliance on brief, skill-based workshop interventions and
limited longitudinal integration into curricula. Similarly, postgraduate education
often lacks comprehensive training in death literacy, leading to a knowledge gap and
comfort in end-of-life conversations [93].

Postgraduate and continuing education for palliative care professionals should
emphasize training on communication techniques for addressing sensitive palliative
and end-of-life topics within diverse cultural settings. Healthcare providers must
be introduced, from their undergraduate education, to the importance of inter-
professional collaboration when dealing with complex cross-cultural issues [94].
Encouraging healthcare providers to reflect critically on their biases and preconcep-
tions in clinical practice can lead to more compassionate and culturally competent
care [94].

A study conducted in Lebanon revealed that healthcare professionals often feel
inadequately prepared to deliver palliative care, highlighting the need for enhanced
education and training programs [19]. Another study in Egypt emphasized the neces-
sity of improving healthcare providers’ knowledge and attitudes toward palliative
care to ensure better patient outcomes [20].

5.3 Interdisciplinary approaches to palliative care

Palliative care in Arab countries is evolving, with interdisciplinary approaches
playing a crucial role in addressing the complex needs of patients with serious
illnesses. These approaches involve the collaboration of various healthcare profes-
sionals, including doctors, nurses, social workers, chaplains, and other specialists,
to provide comprehensive and holistic care. The World Health Organization (WHO)
emphasizes integrating palliative care into primary health care (PHC). In the context
of EMR countries, a tailored model is required to address their unique context [95].

A successful palliative care model requires oversight by the Ministry of Health
(MOH) to guide policymaking, develop clinical guidelines, and tackle challenges in
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care delivery. Appointing a dedicated focal person or working group within the MOH
is essential to these efforts. Key components of the model include ensuring access to
necessary pain medications, facilitating their use in home settings, and providing
empowerment courses for care providers to address various challenges. Establishing
community movements, non-governmental organizations (NGOs), and volunteer
groups are equally important. Additionally, robust monitoring and evaluation sys-
tems are vital to ensuring service quality and continuity, supported by an appropriate
payment system [95].

Research plays a critical role in developing and evaluating palliative care practices
through conducting needs assessment studies, providing evidence-based practice,
and setting indicators to evaluate existing programs [96]. The model also prioritizes
community health workers, particularly nurses, as versatile professionals in delivering
community palliative care. Networking, collaboration, and integrating digital health
technologies are emphasized to support nurses in this role [95].

In recent years, there has been a shift toward community-based palliative care,
which aims to provide care in patients’ homes and communities rather than in
hospitals. This approach helps to reduce the burden on healthcare facilities and allows
patients to receive care in a familiar and comfortable environment. Community-based
palliative care also promotes the involvement of family members in the care process,
which is highly valued in Arab cultures.

However, there are several challenges to implementing interdisciplinary palliative
care in Arab countries. These include the lack of integration of palliative care into
national health policies, limited interprofessional collaboration, and a shortage of
trained healthcare professionals. Additionally, there is a need for increased public
awareness about palliative care and its benefits.

5.4 Policy recommendations
5.4.1 Advocacy for palliative care inclusion in healthcare policies

This advocacy effort requires robust evaluation and indicator data to measure the
extent of practitioner involvement in global and regional advocacy, particularly in
low- and middle-income countries (LMICs). Effective advocacy necessitates directing
more attention toward advocacy initiatives, researching suitable and cost-effective
palliative care models for LMICs, and establishing a global community of practice.
This community would empower practitioners to actively engage policymakers at all
health system governance levels actively, facilitating systemic PC integration [97].

A study emphasized the need to incorporate palliative care (PC) into university
curricula in Palestine as a mandatory course and establish advanced degree programs
to address the shortage of PC specialists.

Strengthening academic infrastructure in this way would help build capacity in the
field. Additionally, aligning healthcare policies with national laws could improve patient
and family services while addressing existing challenges. Partnering with national and
international organizations to secure funding could further support PC development,
including enhancing access to essential medications and other resources [98].

5.4.2 Development of guidelines tailored to cultural contexts

The professional survey conducted in 1998 with 3000 South Australians
revealed that while community awareness of palliative care was 52%; overall, it was
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significantly lower (37%) among respondents born outside Australia and the United
Kingdom. The 1996 Australian Bureau of Statistics census highlighted that over 3
million Australians spoke a language other than English at home, with 17% report-
ing limited or no English proficiency. This emphasized the need to target over half a
million individuals with culturally sensitive palliative care brochures in their native
languages. In Adelaide and Melbourne, community consultations were conducted
under the supervision of the Western Palliative Care Service Project. The consulta-
tions addressed sensitive cultural aspects such as communication of diagnosis and
prognosis, family and community roles, attitudes toward pain relief, and taboos.

In July 1999, during National Palliative Care Week, Brochures for the five major
Cultural groups—Italian, Greek, Vietnamese, Chinese, and Polish—comprised
62% of the total print run; brochures in the remaining 15 languages followed in
November 1999 [94].

The project was expanded to include multicultural guidelines, which are vital in
addressing Australia’s diverse cultural landscape. With its rich blend of customs, ritu-
als, and values, it is critical to approach individuals with life-threatening illnesses and
their families with cultural sensitivity and respect.

These guidelines were designed to support health professionals and caregivers by
offering insights into unfamiliar customs and rituals. Input was gathered from indi-
viduals and organizations representing various cultural groups, although the guide-
lines are not exhaustive and recognize the existence of diverse perspectives. Health
professionals are encouraged to seek guidance directly from patients and families to
ensure their preferences and cultural needs are respected [94].

6. Conclusions
6.1 Summary of key points

This chapter explores the cultural acceptance of palliative care in Arab societies,
focusing on historical, cultural, and religious influences that shape perceptions and
practices of end-of-life care. It highlights the pivotal role of Islamic teachings, empha-
sizing the sanctity of life, compassion, and spiritual preparation for death. Historical
contexts, such as pre-Islamic traditions and advancements during the Islamic Golden
Age, have shaped family-centered caregiving practices, which remain central today.
Current challenges to palliative care integration include stigma surrounding opioids,
lack of professional training, and unequal access to services, particularly in rural
areas. Despite progress in some countries like Jordan and Saudi Arabia, no Arab
nation has fully integrated palliative care into its healthcare systems. The chapter also
addresses psychosocial complexities, emphasizing the emotional and mental burden
of terminal illnesses on patients and families and underscores the need for culturally
sensitive communication, education campaigns, and policy reform.

6.2 The importance of fostering cultural acceptance for improved palliative care
outcomes

Cultural acceptance is essential for improving palliative care outcomes in Arab
societies, as deeply rooted beliefs, religious values, and family dynamics influence
healthcare decisions. In societies where illness and suffering are viewed as spiritual
tests, fostering cultural understanding helps dismantle misconceptions that may
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hinder the acceptance of palliative care interventions, such as pain management
using opioids. Family collectivism, while a source of strength, can sometimes delay
discussions about prognosis and treatment, underscoring the need for sensitive
communication strategies. By fostering cultural acceptance through targeted educa-
tion campaigns, collaboration with religious and community leaders, and integrating
spiritual care into palliative practices, healthcare providers can build trust, ensure
patient dignity, and address barriers to care. Embracing cultural values will enhance
patients’ quality of life and empower families to participate meaningfully in care
decisions.

6.3 Future directions for research and practice

Research and scientific work in Arab countries has grown significantly in quan-
tity, visibility, and impact in recent years. Nonetheless, there is limited published
evidence on nursing and palliative care in these countries. In addition, most research
has been conducted in collaboration with countries outside the Arab world. Future
studies should prioritize building local evidence by assessing culturally tailored inter-
ventions to improve palliative care access, awareness, and delivery. Another critical
area of research is exploring how to balance collective family values with patient
autonomy in a culturally sensitive manner to improve decision-making in palliative
settings.

For practice, emphasis should be placed on expanding palliative care training
for healthcare professionals, particularly in underserved areas, and developing
national policies that recognize palliative care as a standard component of healthcare.
Initiatives to improve opioid accessibility, expand home-based care models, and
implement early palliative care integration will be essential to ensuring equitable,
high-quality care across the region. Additionally, research on integrating psychosocial
support and spiritual care in palliative settings will address the emotional and mental
health needs of patients and families, further aligning care practices with the cultural
and religious values of Arab societies.
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