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IntechOpen Book Series  

Public Health
Volume 12

Aims and Scope of the Series
Public health is what we as a society do collectively to contribute to and ensure the 
health and social conditions for the enjoyment of health as a resource for life. It 
can also be defined as science and research that promotes health, prevents disease, 
and improves populations’ well-being and quality of life. Its objective is to know 
the risk factors that determine and condition the populations’ health levels at 
present. At the end of the 20th century and the beginning of the 21st century, it is 
unjustifiable and regrettable that morbimortality according to age plays a leading 
role when the causes are mostly well known and therefore preventable, such as 
obesity, AIDS, cirrhosis, diabetes mellitus, addictions and cancer associated with 
the consumption of tobacco and alcohol, etc. In short, public health is science 
based on epidemiology and biostatistics, and currently, new technologies and 
artificial intelligence must be incorporated to identify patterns and trends in what 
we do collectively as a society to ensure living conditions and prevent risk factors 
that affect individual and population health. For all these reasons, it is essential 
to scientifically investigate and act on the determinants that impede the well-be-
ing and quality of life related to the health of people, patients, and populations 
in general, given that to control the determinants of diseases, it is important to 
control the environment and genetics. Consequently, the current fight for public 
health must prioritize the control of the environment, such as atmospheric and 
biological pollution and environmental and social biodiversity, promoting the sen-
sitivity and training of society and its individuals by empowering them to make 
free and appropriate decisions about these aspects to lead healthy lifestyles based 
on motivation and responsibility in the face of the challenges they cope with from 
an individual point of view, such as dealing with the addictions that exist in today’s 
complex world. Public health also requires an ethical vision and incorporates strat-
egies to reduce social inequality.





Meet the Series Editor

José Antonio Mirón Canelo is a physician, doctor, and professor of 
Preventive Medicine and Public Health at the Faculty of Medicine 
and Dentistry of the University of Salamanca with over 30 years 
of experience. He is the director of the USAL’s Expert Degree in 
Health Management, currently in its 13th edition. Prof. Mirón 
Canelo directs a research group at the Research Institute of Bio-
medical Sciences (IBSAL) of the University of Salamanca focused 

on addressing the challenges and care needs of vulnerable people and patients such 
as the elderly with multiple pathologies and people with disabilities and dependence. 
As a teacher, he has been recognized for excellence in teaching three times in a peri-
od of five years.





Wilson Correia de Abreu is a Full Professor at the Porto School of 
Nursing, University of Porto, where he serves as President of the 
Scientific Council. His academic foundation includes a Ph.D. from 
the University of Lisbon and the esteemed title of Aggregation, 
conferred by the University of Aveiro (Health Sciences), which 
underpins his specialized expertise in Mental Health and Psychi-
atry. In his academic leadership, Professor Abreu coordinates the 

Master’s program in Mental Health and Psychiatry. His substantive research portfolio 
is pursued within two key institutional frameworks: the RISE-Health research center 
at the University of Porto’s Faculty of Medicine and the Clinic and Epidemiology 
of Infectious and Parasitic Diseases (CEDIP) research unit. His investigative focus 
encompasses several pivotal domains, including mental health epidemiology, HIV/
AIDS, palliative and end-of-life care, and the translational application of artificial 
intelligence and data mining techniques to complex healthcare challenges. This 
scholarly activity is characterized by an extensive and active international collabora-
tion network that engages peers across all European Union member states, as well as 
in Norway, Turkey, Brazil, Japan, China, and Australia. Complementing his research 
and teaching, Professor Abreu has significant experience as an academic adminis-
trator and a recognized international consultant, contributing to higher education 
governance and quality assurance frameworks worldwide. His scholarly output is 
evidenced by a corpus of influential books and numerous articles in internationally 
refereed journals, as well as dedicated service on the editorial boards of several prom-
inent academic publications. Linguistically proficient, he is fluent in Portuguese, 
English, French, and Spanish and maintains basic communicative competence in 
Italian and Russian, which further facilitates his wide-ranging international academic 
engagements and discourse.

Meet the Volume Editor





Contents 

Preface XIII 

Chapter 1 1 
Introductory Chapter: Long-Term Care– Ethical Foundations, Systemic Integration, 
and Pathways for Change in Health and Social Care Systems 
by Wilson Abreu 

Chapter 2 13 
Perspective Chapter: Family Caregivers – Pioneering Pathways in Long-Term Care 
Innovation and Research 
by Fatma Abdalla Mohamed Abdalla 

Chapter 3 29 
Global Burden of Lifestyle Diseases and Pressure Injuries: Nutritional Predictors 
and Impact on Family Health Outcomes 
by Donnette A.Wright, Natoya Wade and Audra T. Williams 

Chapter 4 43 
Crushed by Caregiving: The Growing Burden on Families of Individuals with 
Substance Use Addiction 
by Wada Gaolaolwe, Miriam Mmamphamo Moagi, Keletwaetse Sakwape and 
Gaotswake Patience Kovane 

Chapter 5 57 
Perspective Chapter: Cultural Patterns and Outcomes of Umbilical Cord Care in 
Africa – Implications for Neonatal Health and Long-Term Development 
by Elaunire Monica Agianipe, Ndep Antor Odu, Akpan Margaret Inemiesit, 
Undie Emmanuel Ugbong and Efut Joseph Ajah 

Chapter 6 73 
Navigating Caregiving and Work: Key Psychosocial Predictors of Quality of Life 
Amidst Familism in Japan’s Evolving Long-Term Care System 
by Hiromi Nakamura-Thomas and Nobuyuki Sano 



Chapter 7 105 
Perspective Chapter: Moving Long-Term Care into Home, Community and 
Primary Healthcare Settings Amid Resource Constraints in Developing Nations 
by Emmanuel Edet Udontre 

Chapter 8 131 
Perspective Chapter: Juxtaposing the Courtesy Stigma of Mental Illness and 
Family Caregiver Role Strain 
by Keletwaetse Sakwape, Miriam M. Moagi, Wada Gaolaolwe and Gaotswake 
Patience Kovane 

IIX 



Preface 

This volume offers a bold and necessary reconceptualization of Long-Term Care 
(LTC), moving decisively beyond its traditional framing as a monolithic, demo-
graphic-driven policy burden. It presents LTC not as a singular challenge but as a 
complex, lived reality, a dynamic intersection where intimate familial bonds, deep-
seated cultural norms, and the structural capacities (or failures) of health systems 
converge. Through a multifaceted exploration across six distinct yet interconnected 
chapters, this work synthesizes a cohesive and urgent argument: the global crisis in 
LTC is, at its core, a crisis of imagination. The prevailing model, fixated on reactive, 
institutional, and medically-centric responses to physical decline, is fundamentally 
obsolete. The path forward demands a radical shift towards a proactive, holistic, and 
culturally embedded care ecosystem. This new paradigm must be engineered to 
strategically empower informal caregivers as co-producers of health, integrate pre-
vention as its cornerstone, relentlessly pursue deinstitutionalization, and demonstrate 
profound cultural competence. The following synthesis strategically weaves each 
chapter’s contributions into this overarching thesis, framing a collective discourse that 
is both academically rigorous and intentionally disruptive. 

Central to this reimagined ecosystem is a transformative view of the informal 
caregiver as a pioneer and structural pillar of the system. Moving far beyond token 
recognition, this volume posits family members as primary agents of innovation and 
daily clinical management. Their strategic empowerment, through community-based, 
culturally tailored education and formal support, is reframed from a complementary 
welfare consideration to an essential investment in systemic sustainability and quality. 
This professionalization of the caregiver role is a foundational step, transforming them 
from an invisible resource into a recognized and skilled protagonist within the care 
continuum. 

This reconceptualization logically demands a second bold expansion: extending the 
very scope of LTC beyond aging. The book argues compellingly that prolonged 
dependency and complex care needs are not exclusive to later life. By integrating 
chronic behavioral health conditions, such as substance use disorders, into the LTC 
framework, it forces systems to confront and support families navigating highly 
stigmatized psychosocial crises. This expansion challenges the siloed nature of health 
and social services, advocating for a system capable of addressing the full spectrum 
of long-term human vulnerability with integrated mental health and social support. 

Underpinning this broader scope is the critical need to address the central paradox of 
longevity. The celebrated extension of life expectancy, when coupled with a parallel 
rise in years lived with disability, creates unsustainable pressure on families and 
systems. This volume positions this paradox not as an inevitable outcome but as the 
defining systemic challenge of our time. Consequently, it places proactive risk 
management, targeting modifiable predictors like nutritional status and mobility 
from mid-life onwards, at the very heart of the LTC agenda. This shifts the system’s 



orientation from costly late-stage intervention to early, sustained prevention, aiming 
to compress morbidity and alleviate future care burdens. 

Operationalizing this vision requires a strategic imperative for deinstitutionalization, 
recast not merely as an economic necessity but as a core strategy for optimizing the 
entire health ecosystem. The proposed shift of care delivery from hospitals to 
domestic and community settings is a deliberate re-engineering of resource flows. It 
serves the dual strategic objective of liberating acute-care hospital beds for their 
most efficient use while delivering basic, comfort-focused, and dignity-preserving 
care in the preferred environment of the individual. This redefines systemic 
efficiency not through narrow cost-cutting, but through the intelligent allocation of 
resources to maximize both clinical outcomes for acute conditions and quality of life 
for chronic ones. 

The successful execution of this community-based model depends on cultural 
competence as a non-negotiable prerequisite. Drawing powerful lessons from global 
health, the work demonstrates that imposing standardized, top-down models is a 
recipe for failure. True efficacy and community acceptance are achieved only 
through the respectful harmonization of evidence-based practices with local 
traditions and beliefs. This principle elevates community co-creation from a 
consultative accessory to a fundamental design requirement, rendering obsolete the 
notion of a one-size-fits-all LTC blueprint. 

This volume contends that overcoming the current LTC impasse transcends debates 
about funding formulas or demographic projections. The primary barrier is a 
profound crisis of imagination. The book is thus a call to arms, a challenge to 
policymakers, scholars, and practitioners to abandon incremental adjustments and 
dare to conceive systems that are simultaneously scientifically robust and deeply 
relational. It advocates for the construction of resilient, integrated support networks 
that uphold human dignity across the lifespan, firmly anchored in the strengths of 
primary care, the comfort of home, and the fabric of community. This is the 
ambitious, holistic, and necessary reimagining proposed in the pages that follow. 

After the Introductory Chapter, the volume continues with Chapter 2: Perspective 
Chapter: Family Caregivers - Pioneering Pathways in Long-Term Care Innovation and 
Research, which explores the critical role of non-professional family caregivers and 
assesses their awareness, attitudes, and educational needs in chronic illness care. It 
concludes that significant gaps in caregiver training undermine their efficacy, 
positioning the empowerment of caregivers through community-based, culturally 
tailored educational interventions as a foundational strategy for improving patient 
outcomes and reducing systemic burdens. This establishes the family unit as the 
indispensable cornerstone of long-term care systems worldwide. 

In Chapter 3: Global Burden of Lifestyle Diseases and Pressure Injuries: Nutritional 
Predictors and Impact on Family Health Outcomes, the authors analyze the public 
health impact of chronic diseases and pressure injuries among aging populations. It 
highlights the paradox of longevity, in which longer life spans are associated with 
greater disability and caregiver strain. It concludes that nutritional status and 
mobility are critical, modifiable predictors of morbidity. For long-term care, this 
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underscores the need to integrate proactive, prevention-oriented strategies—such as 
active screening and nutritional support—to mitigate burdens and preserve family 
well-being. 

Turning to a frequently overlooked dimension, Chapter 4: Crushed by Caregiving: The 
Growing Burden on Families of Individuals with Substance Use Addiction delineates the 
emotional, financial, and social burdens borne by these families. It concludes that 
caregiving for addiction involves profound role strain exacerbated by stigma and a 
systemic lack of resources, arguing that a comprehensive long-term care framework 
must broaden its scope beyond aging to include chronic behavioral health conditions. 
This expansion necessitates integrated mental health services and anti-stigma 
initiatives to support vulnerable caregivers. 

Chapter 5: Perspective Chapter: Cultural Patterns and Outcomes of Umbilical Cord Care 
in Africa - Implications for Neonatal Health and Long-Term Development critically 
examines the impact of traditional practices on neonatal outcomes. The investigation 
finds that while some traditions elevate health risks, the culturally insensitive 
imposition of biomedical interventions is ineffective. Its key conclusion is that 
sustainable improvement requires harmonizing evidence-based practices with 
respected cultural traditions, underscoring a core principle for long-term care: 
cultural competence and community co-creation are prerequisites for effective care 
across the life course. 

Focusing on a specific socio-cultural context, Chapter 6: Navigating Caregiving and 
Work: Key Psychosocial Predictors of Quality of Life amidst Familism in Japan’s Evolving 
Long-Term Care System aims to identify predictors of quality of life for working 
caregivers and explore culturally congruent support strategies. It concludes that in 
contexts of strong familism, burdens disproportionately fall on women, creating 
conflicts between employment, social participation, and care duties. The chapter 
argues that systemic resilience depends on culturally attuned interventions, 
including flexible employment policies, to prevent caregiver burnout and sustain the 
informal care workforce. 

Chapter 7: Perspective Chapter: Moving Long-Term Care into Home, Community and 
Primary Healthcare Settings Amid Resource Constraints in Developing Nations proposes 
a viable, integrated model for long-term care in resource-constrained settings. It 
concludes that a decentralized, community-based model integrated with primary 
healthcare is culturally preferred, dignity-preserving, and cost-effective. This model, 
which recommends policy redesign for “aging in place” and capacity building for 
community workers, presents a strategic alternative for sustainable long-term care, 
challenging the primacy of institutional models. 

Finally, the last chapter, Perspective Chapter: Juxtaposing the Courtesy Stigma of Mental 
Illness and Family Caregiver Role Strain, examines the heavy intersection of caregiver 
role strain and the courtesy stigma surrounding mental illness, highlighting how 
social isolation and systemic neglect diminish the quality of life for those providing 
essential family support. It advocates for a deeper recognition of these unique 
challenges to better inform the development of targeted support services. 
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Based on the presented synthesis, these chapters delineate a clear strategic vision for 
the future of Long-Term Care (LTC). This vision is predicated on a fundamental 
reorientation of national health systems, prioritizing a deep integration with primary 
and community healthcare. The paramount strategic objective is twofold: to shift the 
axis of care from the often inadequate and costly hospital environment to the 
domestic and community setting, and to promote more efficient management of 
hospital resources. This transition allows for the liberation of inpatient beds, opti-
mizing their use for acute and more complex cases, while simultaneously providing a 
more appropriate response to chronic and ongoing support needs. 

The realization of this model requires the synergistic implementation of the identified 
pillars. The recognition and empowerment of informal caregivers, the focus on life-
course prevention, and the incorporation of cultural specificities are not ends in them-
selves, but strategic means to underpin an integrated system. Deinstitutionalization, as a 
strategic shift, does not signify an absence of care but rather its provision in an 
environment that prioritizes comfort, autonomy, and quality of life. This well-being-
centered approach, grounded in sustained basic care delivered in proximity, constitutes 
the cornerstone of a truly resilient, person-centered LTC system. 

Thus, this work argues that overcoming the current crisis in LTC demands more than 
financial adjustments or demographic responses; it requires a reimagining of the 
very paradigm of care. The call is for a systemic transformation towards models that, 
while scientifically robust, are profoundly human. These models must be capable of 
sustaining dignity throughout life via an effective, integrated, and compassionate 
support network, founded on the bedrock of primary care and the comfort of home 
and community. 

This work presents a bold, panoramic vision of Long-Term Care, challenging con-
ventions by synthesizing the critical perspectives of leading voices worldwide. It is 
more than a collection of chapters; it is a roadmap for building more humane, 
sustainable, and equitable care systems. We encourage you to delve into its pages, 
confront its arguments, and help shape the transformative solutions our societies 
urgently need. 

Wilson Abreu 
ESEP, University of Porto 

Porto, Portugal 
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Chapter 1

Introductory Chapter: Long-Term 
Care– Ethical Foundations, 
Systemic Integration, and 
Pathways for Change in Health and 
Social Care Systems
Wilson Abreu

1. Conceptual foundations of long-term care

As global populations continue to age, long-term care (LTC) has emerged as
a critical pillar of contemporary health and social policy. This introduction offers 
a comprehensive exploration of LTC through conceptual, ethical, and systemic 
lenses, emphasizing foundational values such as dignity, autonomy, and cultural 
responsiveness. It critically examines prevailing models of care, including 
institutional, community-based, and integrated approaches, and evaluates their 
alignment with person-centered principles.

The demographic transition toward aging populations has placed long-term care 
(LTC) at the forefront of global health and social policy. With life expectancy rising 
and fertility rates declining, societies face increasing pressure to provide sustained, 
high-quality care for individuals experiencing chronic illness, disability, or age- 
related dependency. The World Health Organization (WHO) projects that by 2050, 
the number of people aged 60 and older will double to 2.1 billion globally [1]. This 
demographic shift demands not only technical and financial responses but also 
ethical and philosophical reflection on the value of human life and the societal 
obligation to care.

Over the past 10 years, we have had the opportunity to conduct research on 
support systems for individuals with advanced dementia and their family caregivers. 
Studies were carried out in collaboration with researchers and healthcare 
professionals from over 30 countries across five continents. The overall conclusion 
indicated that countries are at different stages of development regarding long-term 
care. Most notably, the findings indicate that the majority of these systems remain 
underdeveloped, poorly adapted to the demographic realities of their respective 
countries, and characterized by insufficient public investment, as measured by the 
percentage of GDP allocated to this sector.

One study explores the relationship between frailty, functional dependence, and 
healthcare needs among community-dwelling people with moderate to severe 
dementia [2]. Despite receiving structured home-care via Integrated Community 
Care Teams, participants – especially those with severe frailty – exhibited high levels 
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of unmet needs in areas such as food preparation, medication management, toileting, 
and communication. The study highlights that even within organized LTC 
frameworks, care remains fragmented and insufficiently tailored to the complex 
realities of advanced dementia. Critically, findings suggested that current LTC 
models may not adequately address the intersection of frailty and dementia, 
underscoring the need for more responsive and flexible care strategies that reflect 
demographic shifts and evolving clinical demands. This calls for policy and practice 
reform in dementia care.

Later, another study was related to family caregiver burden and psychological 
distress linked to the frailty and functional dependency of a relative with advanced 
dementia [3]. Long-term care is addressed through the lens of community-based 
support. The study highlights the role of Integrated Community Care Teams in 
supporting dyads of dementia patients and their caregivers. Findings reveal 
persistent high levels of caregiver burden and psychological distress, suggesting that 
current long-term care provisions may be insufficient. Despite ongoing support, 
a large part of caregivers reported moderate or severe burden, indicating a gap 
between policy intentions and lived experiences. The study underscores the need for 
more robust, proactive long-term care strategies to sustain family caregiving and 
protect caregiver well-being.

LTC, as explored worldwide, is more than a set of services – it is a societal 
commitment to uphold dignity, autonomy, and inclusion. As [4] argue that effective 
long-term care systems must be fundamentally anchored in the principles of respect 
for individual dignity, responsiveness to evolving needs, and a person-centered 
approach that prioritizes the unique preferences, values, and autonomy of older 
adults. Only through such ethically grounded frameworks can these systems 
adequately address the complex and diverse requirements of aging populations.

Long-term care refers to a range of services and supports provided to individuals 
who need help with daily tasks or more complex activities (IADLs) over a long 
period. These services may be delivered in institutions (e.g., nursing homes), 
community settings, or private homes, and they include medical, emotional, social, 
and recovery-related support.

According to the World Health Organization [1], long-term care (LTC) includes 
a coordinated system of care activities delivered by both informal caregivers – such 
as family members – and trained professionals. These services are designed to 
support individuals experiencing a lasting decline in intrinsic capacity, helping them 
maintain a level of independence that aligns with their basic human rights, personal 
freedoms, and inherent dignity. This definition highlights the ethical imperative of 
care and the need for systems that respect personal independence and social 
inclusion.

Long-term care and palliative care overlap in their shared commitment to person- 
focused, dignity-preserving support, and in practice through combined service 
delivery for people with chronic or serious conditions. From an idea-based view, 
LTC and palliative care (PC) both focus on full, long-term support for people with 
declining health, chronic illness, or terminal conditions. Despite different main 
goals – recovery and maintenance in LTC versus symptom relief and emotional 
support in PC – both models share values of care, relationships, and respect for 
dignity [5]. In practice, combining LTC and PC is increasingly seen as necessary in 
health systems dealing with aging populations and multiple illnesses. Silva et al. [6] 
note that many people in LTC settings – like nursing homes or home care – develop 
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conditions that need palliative care, such as advanced dementia, cancer, or organ 
failure. In these cases, PC methods are added to LTC routines, allowing for timely 
pain relief, planning ahead, and family support. This overlap is especially clear in 
elderly care, where the line between long-term and end-of-life care is often blurred.

Separation between LTC and PC services can leave needs unmet, especially in 
systems where palliative care is narrowly defined or lacks resources. Clear ideas and 
aligned policies are needed to ensure people in LTC get the right palliative care as 
their conditions change. As [7] notes, newer PC models support early integration, 
which fits well with LTC’s focus on prevention and flexibility.

2. The long-term care systems worldwide: The nordic leadership

As populations age in societies, long-term care (LTC) systems face growing 
pressure to provide accessible, high-quality services. Following this, we offer 
a comparison of LTC spending across EU Member States, using country-specific laws 
to show structural differences. It argues that strong legal systems are essential to 
ensure fairness, sustainability, and readiness for demographic change.

Due to the rapid aging process, Europe and Japan have intensely problematized 
their Long-Term Care systems, as they face demographic pressures that are greater 
than those of many southern countries with younger populations. Looking at EU 
countries, by 2050, nearly one-third of the population will be aged 65 or older [8]. 
This shift increases demand for LTC services, which support people with chronic 
illnesses or physical limitations. National health services must adjust through smart 
spending and legal changes to maintain care standards and social protection.

As Europe sees more older adults – many with dementia, cancer, or other chronic 
conditions – the need for LTC is rising. At the same time, fewer births and smaller 
younger populations mean fewer family caregivers, putting more pressure on formal 
care systems. EU countries currently spend between 0.5% and 3.2% of GDP on LTC, 
with Nordic countries spending the most. National policies vary widely, affecting 
how care is given, paid for, and organized. Growing pressure on public health 
budgets, like the NHS, is worsened by the use of expensive hospital beds for people 
who need long-term help, not emergency care.

These systems are no longer optional – they’re essential to handle rising 
dependency and ensure lasting, respectful care for Europe’s aging population.

LTC systems in EU countries are key for:

● Supporting independence and dignity in older adults [9].

● Reducing hospital use through community-based options [10]

● Helping informal caregivers, who provide most of the care in many countries 
[11].

● Ensuring fairness and access, especially for vulnerable groups. [12]

Here’s a look at LTC spending (% GDP) and key laws in some selected countries 
[13–20], [21–25]
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● Sweden: ~ 3.2%. LTC follows the Social Services Act (2025 update), focusing on 
equal access and local government responsibility.

● Netherlands: ~ 3.0%. The Long-Term Care Act (WLZ) ensures full coverage for 
both home and institutional care, managed by the Care Needs Assessment 
Center.

● Germany: ~ 2.5%. The LTC Insurance Act covers all citizens; 2025 updates 
added more care funds and flexible budgets.

● France: ~ 1.9%. LTC is managed by the ALD system and regional health offices; 
2025 changes aim to improve funding and expand palliative care rights.

● Belgium: ~ 2.0%. LTC is managed by regions; recent changes focus on reinte
gration and tighter benefit rules.

● Spain: ~ 1.1%. The Dependency Law (2006) serves as the foundation for LTC; 
the 2025 updates focus on reducing institutional care and expanding the 
workforce.

● Poland: ~ 0.6%. Managed by the Ministry of Family and Social Policy; LTC is 
still developing and lacks coordination.

The legal setup shows significant differences among countries. Countries like 
Sweden and the Netherlands include LTC in their welfare systems, providing access 
to all. Others, like Spain and Poland, are updating their systems to include informal 
care and reach more people. Clear laws and funding are needed to address gaps, 
regional differences, and staff shortages.

3. Ethical foundations and models of care

Respect for human life is a cornerstone of LTC philosophy. The principle of 
autonomy, the right to age with dignity, and the imperative to avoid institutional 
neglect are recurrent themes in the literature. Bos et al. [26] highlight the ethical 
imperative behind long-term care by stating that it should be seen not just as a policy 
area or service system, but as a deep moral responsibility carried by societies toward 
their most vulnerable people.

LTC systems differ widely across countries, shaped by welfare systems, cultural 
traditions, and historical practices. Common models include:

● Institutional care: Residential facilities offering round-the-clock support, often 
for people with high needs.

● Home-based care: Services provided in the person’s home, including nursing, 
personal care, and recovery support.

● Community-based care: Day centers, short-term relief care, and social support 
that help people stay in their homes.
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● Informal care: Unpaid care provided by family or friends, often without official 
recognition or assistance.

Barreira et al. [27] describe a basic framework for LTC systems, identifying three 
connected ideas: continuity of care, cross-sectoral integration, and personalization. 
These are key to building care plans that are clear, flexible, and suited to each person. 
Continuity means support continues over time and through changes in health or 
living situations; integration helps connect medical, social, and community services; 
and personalization focuses on adjusting care to match each person’s needs and 
values. The authors warn that fragmentation between services weakens LTC, 
emphasizing that the fragmentation of services undermines the very essence of LTC, 
which is to provide seamless, person-centered support across time and settings.

Scott et al. [28] identify a series of ongoing and connected problems that 
especially limit access to long-term care (LTC) services for minority groups. One of 
the biggest challenges is language mismatch, which seriously affects both the 
admission process and the quality of care – especially for recent immigrants and 
people from language minority backgrounds. Cultural incongruence makes access to 
and quality of care more difficult. Many older adults from minority backgrounds 
prefer care settings that match their cultural habits, such as food choices, religious 
practices, and social traditions. When LTC services don’t meet these needs, people 
may feel isolated, less healthy, and unwilling to use available services. These systems 
must recognize and support the different cultural, language, and social backgrounds 
of those receiving care. As [28] point out, the challenge is to balance consistent care 
with the need for personalized support that reflects each person’s background. 
With global demand for LTC growing, it’s more important than ever to design 
policies that not only recognize but actively support ethnic diversity. This includes 
offering high-quality care at home, where cultural comfort and personal 
independence can be better maintained.

4. Challenges and future research priorities

Despite the growing body of literature on LTC, significant research challenges 
persist, particularly in understanding and addressing disparities in access and 
outcomes. These challenges are compounded when considering minority 
populations, whose experiences are shaped by intersecting factors such as race, 
ethnicity, language, migration status, gender identity, and socio-economic position.

The review by [28] identifies major methodological weaknesses limiting the 
reliability of long-term care (LTC) research, especially for minority populations. 
Significant heterogeneity in study designs prevents comparable analyses and hinders 
generalizable conclusions. Many studies lack adjusted statistical models, reducing 
validity by failing to account for key confounders. Qualitative depth is also 
insufficient, offering limited insight into minority elders’ lived experiences and 
cultural expectations. The authors call for intersectional, participatory, and 
culturally sensitive research approaches that meaningfully involve minority 
communities. Future work should evaluate targeted interventions, compare 
international systems, and use longitudinal designs to track evolving trends. Without 
more rigorous, inclusive research, disparities in LTC access and outcomes will 
persist, undermining equity and quality of care.
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Long-term care is a multidimensional challenge that connects with ethics, policy, 
culture, and economics. As populations age and become more diverse, national 
health and social care systems must change to ensure dignity, fairness, and inclusion 
for everyone who needs long-term support. The way LTC is integrated into national 
systems varies widely across countries, reflecting different welfare models, 
government structures, and cultural values. Yet, common problems remain: 
fragmentation, underfunding, staff shortages, and inequitable access.

Paying for LTC is still a difficult and unsettled issue. In many places, LTC receives 
less funding than hospital care, even though it’s becoming more important. Public 
support varies, with some countries relying heavily on personal payments or income- 
based benefits, which increase inequality and hinder access. The question of who 
should pay – individuals, families, insurance companies, or governments – is not just 
technical but deeply political, reflecting choices about fairness, shared risk, and 
justice between generations.

Given these challenges, LTC systems must explore new paths. This doesn’t mean 
giving up core values but rethinking them for today’s world. Several new ideas are 
emerging, each with significant impacts.

Governments must find solutions that fit their own societies. Change can start 
locally. One direction is to connect care across different services. Gaps between 
health, social, and housing services hurt continuity and personal care. Joined-up care 
models – like case managers, shared budgets, or team-based approaches – try to fix 
this. Digital tools, such as shared health records, remote monitoring, and AI support, 
can help but must be used carefully, respecting privacy and digital skills.

Another promising direction is to grow community and home-based care. Most 
older adults prefer to stay at home, and it’s often cheaper and better for their 
independence. However, it requires strong support systems, such as safe housing, 
transport, short-term relief for caregivers, and training. Shared housing, mixed-age 
living, and age-friendly cities are part of this, challenging traditional ideas of care 
homes.

A third direction is to rethink the role of families and communities. While unpaid 
care shouldn’t be taken for granted, policies can better support those who provide it. 
This includes pay, legal rights, flexible jobs, and emotional support. At the same 
time, community involvement and volunteering can build care networks beyond 
family ties. These models require cultural change and strong support, but they offer 
strength and deeper relationships.

Finally, new ideas must come with responsibility and open discussion, as 
expected in democratic societies. The future of LTC is not just a technical issue but 
a social decision. Leaders, professionals, researchers, and citizens must talk openly 
about values, priorities, and trade-offs. Pilot programs, policy trials, and learning 
from other countries can help but must be tested carefully and openly. The WHO 
(2022) [29] highlights that strengthening community-based and long-term care 
(LTC) services can significantly reduce avoidable hospital and emergency- 
department use. When older adults or people with chronic conditions receive timely 
support at home or in community settings, deterioration and crises are less frequent. 
Investing in LTC prevents unnecessary long hospital stays for patients who primarily 
need social or functional support rather than acute care. This shift improves care 
quality, reduces pressure on hospitals, and helps rebalance costs across the National 
Health Service by allocating resources to more efficient, person-centered services 
that maintain independence and prevent institutional overuse.
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In short, aging and caregiver shortages are not isolated problems but 
symptoms of wider transformations in population, work, family, and welfare 
systems. Long-term care (LTC) must, therefore, respond not with minor 
adjustments but with bold, value-driven, and research-based reforms. Integrated 
care, community support, caregiver protection, rights-based approaches, and 
shared leadership are not idealistic ambitions – they are necessary directions that 
require investment, creativity, and strong institutions. These challenges are 
substantial, but they also offer an opportunity to build care systems that are fair, 
compassionate, and resilient for future generations. Addressing them demands 
a commitment to ethical principles, better coordination, and culturally sensitive 
practices, supported by research grounded in real-life experiences and diverse 
perspectives.

Long-term care encompasses a wide range of important matters that shape its 
development, implementation, and future direction. Among these are matters 
involving the preparation, training, and continuous development of staff, 
including the relevance of learning modalities, skill acquisition, and 
competencies that support care for individuals with complex needs. There are 
also important matters connected to the design of policies, procedures, and 
service pathways that guide communication, coordination, and overall care 
experiences.

Another set of matters relates to the organization of long-term care across 
home, community, and primary healthcare settings, including the alignment of 
these environments with cultural preferences and structural capacities. The 
circumstances of family caregivers present further important matters, including 
those associated with the multiple responsibilities they balance, the financial and 
employment implications of their role, and the broader impact on family 
wellbeing. Matters linked to caregiver burden, emotional strain, and the need for 
supportive interventions also stand out, affecting quality of life and care 
provision.

Finally, the development of coherent conceptual models, adequate state 
investment, and sustainable organizational structures emerges as an 
overarching matter that determines the functionality, continuity, and 
effectiveness of long-term care systems. One aspect to note is what emerges in 
countries that, in demographic terms, have very young populations. Studies 
systematically appear that attempt to problematize conceptual and operational 
perspectives of long-term care (LTC), adopting a proactive approach to 
preparing for the future.

This book brings together a broad set of LTC situations from different societies 
and cultural contexts, all united by a concern for how effectively care systems 
support people.
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Chapter 2

Perspective Chapter: Family 
Caregivers – Pioneering Pathways 
in Long-Term Care Innovation  
and Research
Fatma Abdalla Mohamed Abdalla

Abstract

This chapter explores how caregivers, as non-professional caregivers – often family 
members – play a critical role in daily disease management, and their understanding 
of prevention strategies directly impacts patient outcomes. The chapter presents find
ings from a recent study assessing caregiver awareness, attitudes, and educational 
needs. It also highlights gaps in caregiver training and proposes community-based 
educational interventions tailored to cultural and socioeconomic contexts. By framing 
the topic within the broader context of long-term care for chronic illnesses, this chapter 
underscores the importance of caregiver empowerment through inclusive policy 
practices and targeted research, which are essential to reducing healthcare burdens and 
improving the quality of life for patients and families.

Keywords: caregivers, pioneering, pathway, long-term, care

1. Introduction

1.1 The concept of caregivers

Kleinman states that care is the human glue that binds communities, societies, and 
families together [1]. Caregivers are operationally defined as those responsible for the 
ongoing physical care and emotional support of individuals who are unable to care 
for themselves [2]. Care can be organized in either a formal or informal manner [3]. 
In an informal setting, care is provided by a person’s friends or family. Volunteers 
and family members play a vital role in the process of caring for individuals with 
disabilities or chronic illnesses [4].

1.2 The demand for caregivers

Due to the aging population in Europe, the demand for informal care is 
expected to rise [5]. According to a study conducted by Verbakel et al. (2017), 
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the estimated number of informal caregivers in Europe could range from 10% to 
25% of the overall population [6].

1.3 The role of caregivers

The role of caregiving varies depending on the situation, cause, and type of 
disability. The trajectory begins with the caregiver recognizing that something is 
wrong with the care recipient. This often involves taking the individual to medical 
appointments and communicating with their healthcare provider. The trajectory 
continues to intensify as the need for care increases. This includes hiring care 
providers, monitoring the patient’s medications, managing their symptoms, and 
providing emotional support. Caregivers then need to complete self-care tasks such 
as dressing, managing insurance, addressing symptoms, and assisting with chores. 
Depending on the situation, end-of-life care can involve placing the patient in 
a nursing home or a hospice program. The trajectory indicates that the tasks for the 
caregiver are cumulative. As the need for care increases, the role of caregiving 
becomes stressful, more complex, and time-consuming [7].

There are multiple activities and tasks associated with caregiving. Caregivers engage 
in interpersonal and cognitive processes that involve problem-solving, monitoring the 
well-being of their loved ones, and communicating with others. This includes 
maintaining their social connections and advocating for their loved ones’ health and 
medical care. The tasks that a caregiver completes depend on their skills, health status, 
values, and preferences, as well as other factors such as the availability of resources and 
the quality of their relationship with the recipient [8].

Although family involvement in medical and nursing tasks has existed for a long 
time, it has become more complex and prevalent. As a result, more elderly individuals 
are now being cared for at home instead of in nursing homes or hospitals [9].

This often involves interacting with complex medical devices. The shift in the role 
of the caregiver is attributed to the reduction in hospital admissions and the 
increasing complexity of treatment options for acute and chronic conditions in 
non-institutional settings [7].

2. Family caregiver support for patient self-management during 
chronic, life-limiting illness

The daily activities of patients with illnesses are referred to as self-management. 
It involves managing their symptoms, treatments, lifestyle modifications, and the 
spiritual, cultural, and psychosocial effects of their illness [10].

The novel themes revolved around the family caregiver’s role in supporting their 
loved ones with chronic and life-limiting illnesses. They included focusing on the 
patient’s needs, activating resources to help the family caregiver, and supporting the 
patient living with a chronic and life-limiting illness. The various factors that influence 
the support family caregivers provide for their loved ones with chronic and severe 
illnesses were identified. These factors included the patient’s health status, personal and 
environmental characteristics, and available resources. The role of the family caregiver 
in supporting patient self-management is complex and involves multiple processes [11].

When a family member is involved in the management of a sick loved one’s 
illness, the term “self and family-management” is often used to refer to the 
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individual’s daily activities. This indicates that patients are managing their 
conditions with the help of their caregivers [12].

Substantial evidence indicates that there are effective interventions that assist 
family members in providing the necessary support and care for their sick loved 
ones. However, these evidence-based studies did not focus on the specific needs and 
challenges of family caregivers of people with chronic and life-limiting illnesses [11].

3. Impact of caregiving

The effects of caregiving can be both highly individualized and wide-ranged. 
Caregivers are at a higher risk of experiencing negative impacts in various aspects of 
their lives, such as their health, economic security, and quality of life [7].

Strong evidence shows that family members who look after older adults are at risk, 
as they are more prone to experiencing emotional distress, depression, and anxiety 
than non-caregivers. Furthermore, caregivers reportedly have lower self-ratings, 
elevated cortisol levels, and are more prone to experiencing chronic diseases. The 
various factors that affect the quality of life for caregivers can also contribute to their 
negative outcomes. These include the intensity of their caregiving, the lack of choice 
in their role, and the perception of the suffering of the recipient. The physical and 
social functioning of the caregiver, as well as the support they receive, are also factors 
that can contribute to these negative effects. Caregivers who shift from a low- 
intensity role to a high-intensity one experience more adverse effects [8].

In addition, they may benefit from providing care. Being able to provide care to 
a loved one can help instill confidence in the caregiver, make them feel closer to the 
recipient, and ensure that the recipient is receiving the best possible care. However, the 
exact effects of this type of support can vary depending on the individual’s contextual 
and personal characteristics [7].

The body of evidence on the negative effects of providing care is far greater than that 
on the positive effects. This is because researchers have been conducting studies to 
identify individuals who are at risk of experiencing these effects and to assess the public 
health consequences of this type of support [8]. Documenting these effects is a vital first 
step in developing effective interventions and policies to help caregivers [7].

4. Well-being and quality of life

The psychological and mental states of caregivers are affected by the loss of their 
autonomy and the demands of their patients. The quality of life of caregivers is 
significantly affected [13–15]. Besides the quality of life, the psychological well-being 
of caregivers is also impacted by the stress levels they experience. Some of the 
factors that can influence this are the ways in which they cope with the burden of 
caring for their patients [16–18].

5. Emotional stress and psychological stress

Caregivers experience emotional stress differently from psychological distress 
due to their duties. The stress process is affected by various factors, including the 
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types of stressors they encounter, their subjective appraisal of these stressors, and 
their resources, which can act as protective factors [19–21].

6. Anxiety and depression

The caregivers tend to have higher levels of anxiety and depressive symptoms. 
These conditions affect their ability to perform their daily tasks and make it hard 
to maintain their motivation. Depression is a type of psychological disorder that 
affects people’s behavior and emotions. It can be triggered by negative self- 
evaluation [13, 14, 22].

7. Burden associated with caregiving

The burden of caregiving is defined by Zarit et al. as the damage caused by 
providing care for a loved one, which can affect physical and emotional health, 
economic conditions, and social life. There are two components to this concept: 
subjective overload and the emotional response to caregiving. According to Zarit and 
colleagues, subjective overload is a psychological feeling associated with caregiving. 
On the contrary, the objective burden refers to the type of burden the primary 
caregiver bears to provide the best possible care for their loved one. It is linked to the 
various tasks and challenges the caregiver must face regularly [23].

Women are more likely to provide care for dependent people than men [24]. This 
has been known to result in a decline in physical and mental health and a higher 
burden of care for women. In addition, being a male caregiver and receiving external 
help are associated with a lower caregiving burden [25–27]. This has been positively 
linked to caregiver satisfaction and alleviation of the caregiving burden [28].

8. Other problems associated with caregiving

Many informal caregivers face challenges in managing their own lives and coping 
with emotions [29]. Being a caregiver has a significant impact on the well-being of 
those who provide care. Substantial evidence reveals that this situation negatively 
affects the financial well-being of caregivers. They often must leave their jobs to care 
for these individuals due to the high demands placed on them, making it difficult to 
reconcile their work and family lives [21, 23, 30–35]. This can lead to financial 
problems stemming from the costs of providing care for a disabled individual. One 
study showed that when financial barriers were reduced, caregivers were more likely 
to experience improved well-being [21]. Many caregivers feel that their role as 
a family member has shifted to that of a caregiver due to the stress and other factors 
they encounter while providing care [36].

9. Assessing and addressing family caregivers’ needs and risks

The identification of the needs and risks of caregivers is a complex issue. To 
effectively integrate the use of standardized assessment tools into the practice of 
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healthcare, a variety of factors must be considered. Current practices lack 
consistency when it comes to identifying the needs and risks of caregivers. This issue 
is often addressed by various indirect and direct approaches. According to 
participants, the use of a standardized assessment could help improve the quality of 
care for patients and enhance communication between clinicians and caregivers. 
Various barriers prevent the use of a standardized caregiver assessment, such as time 
and reimbursement issues, liability concerns, a lack of awareness, and challenges 
regarding the autonomy of patients. To help facilitate the uptake of this practice, 
participants suggested that the use of self-administered tools be paired with post- 
screen discussions with practitioners [37].

Instead of using standardized tools to assess the needs and risks of caregivers, primary 
care physicians utilize informal, unstructured discussions to gather information. There 
are varying types of referrals and topics discussed. Evidence indicates that there is a lack 
of translation of caregivers’ assessments between research and practice [38].

10. Defining caregiver needs: Balancing subjectivity

Although the perception of caregivers in identifying needs is often regarded as the 
primary factor influencing the identification of needs, it is not always the sole basis for 
making decisions regarding the services required. In addition to the caregiver’s 
perception, other factors, such as the availability of resources and the cost of services, 
are also considered to determine the appropriate program for addressing the needs of 
individuals. This is because, in both social and health care, it is essential to understand 
what services are needed to prevent harm and how they are delivered [39].

There is a lot of evidence indicating that there are unmet needs among individuals 
with dementia, which are linked to various factors such as psychological distress and 
a lack of daytime activities. These issues contribute to the poor social health of the 
individuals. Most informal caregivers also reportedly have inadequate information 
about the disease’s trajectory, post-diagnostic care, and home support. On the 
contrary, formal caregivers reportedly have related information needs [40].

11. Caregiver competency and training needs

A survey on caregiver competency and training needs was conducted. Compared to 
the external observers, caregivers were more likely to assess themselves higher in 
various aspects of their job performance. For instance, they were more likely to say that 
they are capable of recording and reporting information, understanding major illnesses, 
and ensuring safety and infection control. Both external observers and caregivers agreed 
that it is important for caregivers to undergo training. They preferred to receive one to 
two hours of additional training every year. The difference between the assessments of 
caregivers by external observers and their self-evaluations was significant. This suggests 
that training and re-training of caregivers are needed [41].

12. Individual and protective factors

Even though the impact of providing care is immense, many factors can help 
protect the well-being and health of caregivers. According to studies, the quality of 
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life for caregivers improves significantly if they have a good relationship with their 
patients [42] and a supportive network [43]. They also possess positive personality 
traits that help them cope with their environment. Having a greater level of 
collaboration and agreement between two caregivers can enhance their effectiveness 
and involvement. Addressing certain health-related conflicts can also improve the 
capacity of caregivers to support older individuals [44].

Social support can help buffer stress, which is a common factor that can affect the 
health and well-being of patients. It can also influence the different processes of 
illness and the treatment of these conditions. One of the most important factors that 
caregivers must consider is their self-esteem. Having a positive personality trait can 
help them cope well with the stressful situations they have to face. Low self-esteem 
can lead to a cycle of reluctance to ask for assistance and restricted social 
connections, which can worsen the caregiver’s burden. However, having a strong 
self-esteem can help caregivers manage their stress levels. Resilient self-esteem can 
also help caregivers reduce their anxiety and improve their quality of life when 
dealing with stressful situations. Being resilient is also linked to the effectiveness of 
caregiving. It can help a caregiver maintain a positive quality of life and avoid 
experiencing negative effects from their actions. Caregivers who felt secure in their 
decision-making abilities and did not feel pressured were more satisfied with their 
lives [45]. Evidence suggests that a multidisciplinary team, supported through 
welfare systems, should be created to support caregivers [29].

13. Knowledge, attitude, and practices of caregivers

Although most caregivers possess a good understanding of the disease, those who 
care for individuals with dementia often exhibit a negative attitude toward it. The 
findings of this study indicate that a comprehensive evaluation of the attitudes and 
knowledge of these caregivers is necessary to improve the quality of care for both the 
patients and the caregivers [46].

Lack of awareness regarding the use of aerosol therapy and controller 
medications is a major issue that affects the quality of life for people with asthma. In 
addition, children with asthma often do not receive enough nutritious food. This is 
why community groups must develop effective strategies to raise awareness about 
the disease [47].

Evidence revealed that most caregivers have inadequate knowledge and practice 
when it comes to providing for older individuals. This review provides valuable 
insight into the needs and knowledge of family caregivers. It recommends that 
further studies be conducted on the contextual factors affecting the care of older 
adults to identify effective solutions and improve the knowledge, practice, and 
support for family caregivers. The knowledge and practice of family caregivers 
regarding the care of older individuals are not satisfactory in several study settings. 
This review identified various needs of family caregivers, such as access to 
information about the activities of the elderly, training from healthcare 
professionals, financial issues, health services, and legal concerns. The lack of 
support for family caregivers has been identified as a major issue that affects the 
quality of life of older individuals. This review recommends that further studies be 
conducted on the various needs of family caregivers. These studies should also 
identify effective ways to improve their knowledge and practice [48].
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The evidence suggests that there is a need for regular educational programs for 
caregivers of people with epilepsy. This study can help develop effective resources 
for those who are looking after their loved ones [49].

The knowledge gap regarding epilepsy among caregivers has been identified. This 
issue can be addressed by improving the attitudes and practices of those who look 
after children with epilepsy to enhance the overall quality of life for children with 
epilepsy [50].

Family members and caregivers must take the necessary steps to improve their 
attitudes toward their loved ones with Alzheimer’s disease. This can be achieved 
through various psychosocial interventions and referrals to the appropriate 
Alzheimer’s associations [51].

14. Coping and adjustment in caregivers

14.1 Use of problem- versus emotion-focused coping

Compared to non-caregivers, caregivers relied less on positive strategies and used 
problem-focused coping. These types of coping methods are known to be more 
adaptive and reduce psychological distress [52].

Several studies have shown that caregivers use problem-focused strategies to 
reduce their burden [53]. Some of these strategies include reducing their work hours, 
using paid help, taking advantage of social support, and integrating care into their 
daily routines. They also accept financial hardship and incorporate care into family 
culture. Other problem-focused coping strategies involve acting or modifying 
behavior in the client’s surroundings to reduce labor and time spent. These can 
include dealing with the client’s physical limitations, managing their health, 
communicating with them, and finding humor [53–58].

According to Williams et al., in 2014, problem-focused methods involved 
conversing with others and reviewing the health conditions of the client to gain 
a greater sense of control [58].

15. Use of cognitive strategies

Some cognitive strategies focused on the perception of the caregiver's role. 
Caregivers reported that appreciating the caregiver’s role and its benefits, finding 
meaning in their experiences, and maintaining autonomy helped them adapt to the 
situation [59–61].

Caregivers reported that reframing their experiences helped them cope with their 
situation. They also found humor in their expressions when they were feeling helpless. 
Some people who chose to view their caregiving as a voluntary act of compassion 
stated that adopting a gain mentality instead of a loss mentality was beneficial [61].

16. Factors associated with psychological adjustment

Numerous factors can be linked to psychological adjustment. Social support is 
known to be associated with positive adjustment, as it can help reduce distress and 
improve the health of caregivers [62, 63].
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In 2015, Wong et al. found that a strong and positive relationship between the 
caregiver and their spouse was associated with positive adjustment [64]. In addition, 
regular positive social interactions were regarded as vital factors that could help 
promote resilience and adjustment [56, 65, 66].

According to the caregivers, social opportunities that allow them to share 
information and experiences positively affect their outcomes and adjustment 
[55, 56].

17. Harmonizing caregiver needs assessment across service settings, 
countries, and cultures

The various sectors of the health and social care industry are often characterized 
by their institutional boundaries, which makes it difficult to bridge these gaps, 
especially in countries with large and diverse populations. They also lack coordinated 
funding streams and national health systems. In countries with small and socially 
cohesive populations, such as Denmark, the public is responsible for providing 
a safety net for older adults. However, in developed countries, this responsibility is 
often unevenly distributed and underfunded. The main gaps in the assessment of the 
needs of older adults stem from the perception of the private sector as primarily 
responsible for providing care. This can affect the expectations of caregivers and 
their willingness to provide information about their needs. In addition, when needs 
are assessed using measures developed in other languages, the translation of the 
information cannot be considered fully comparable to that of the target group. To 
improve the assessment of the needs of older adults, a cross-cultural collaboration is 
needed. This can help create a framework for developing effective and efficient tools 
and methods. The goal of the assessment is to provide the best possible care and 
support to individuals with dementia and their caregivers [67].

18. The effect of the family-centered empowerment model

Individuals caring for a loved one suffering from multiple sclerosis are at risk of 
experiencing care burden, which can negatively affect their quality of life. The goal 
of this study is to determine the effects of family-centered empowerment model 
(FCEM) on the caregiver’s care burden. The results of the study revealed that all 
demographic attributes were homogeneous. Before the intervention, there had been 
no significant difference between the two groups concerning the mean score of care 
burden. The repeated measures test also did not reveal any significant interaction 
between the two groups in terms of time and treatment. The effects of the FCEM on 
alleviating the care burden were not significant. It is important to keep in mind the 
various factors that affect the intervention’s impact on the care burden [68].

19. Family caregivers’ processes to support patient self-management

The family caregiver’s process in supporting their loved one with a chronic and 
life-limiting illness includes focusing on the patient’s needs, activating resources to 
assist them, and helping them live with a chronic, life-limiting illness.
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20. Focusing on the patient’s illness needs

The goal of the process is to provide family members with the necessary skills and 
responsibilities to help their loved ones manage their illness. This process involves 
learning about the patient’s health condition and developing strategies to support 
their self-management. In addition to learning about the patient’s illness, family 
caregivers can also provide the patient with the necessary support. Through this 
process, family members can gain essential information about their loved ones’ 
health conditions. They can also learn the skills they can use to support their loved 
ones [69–72].

According to the article’s authors, various aspects of the support process are 
involved in the care of patients. Some of these include being able to encourage the 
patient’s emotional and physical health, acting as a patient advocate, and providing 
practical help with household chores [11].

The activities of family caregivers vary depending on the patient’s ability and 
willingness to manage their health conditions. For instance, the activities of a family 
caregiver may be focused on helping the patient manage their health conditions, or 
they may be involved in other aspects of the support process. The patient’s health 
condition, the type of care they are receiving, and the value of their resources all play 
a role in the development of the partnership between the patient and the caregiver. 
The concept of focusing on the needs of patients refers to various types of 
partnerships between family members and patients. For instance, one of the partners 
may assist the patient with scheduling an appointment or perform other tasks on 
their behalf, whereas the other partner may provide the patient with minimal 
support [11].

21. Activating resources to support oneself as a family caregiver

The concept of activating resources to support oneself as a family caregiver is 
a process that involves the utilization of various resources to help the individual 
maintain and improve their role in patient management [11]. Various resources are 
reflected in psychosocial [73–75] and spiritual domains [76]. Some of the skills and 
tasks that family caregivers can perform when they activate resources include 
praying, seeking emotional support, and utilizing respite care. Family caregivers 
can vary in the extent to which they use their resources depending on the needs of 
their patients over time. According to Williams and colleagues, family caregivers 
need to activate their resources to sustain their caregiving duties. They noted that 
those who utilized multiple self-care techniques coped well with the emotional and 
physical challenges of caring for a loved one [76].

22. Supporting a patient living with a chronic, life-limiting illness

The process of supporting a patient living with a chronic, life-limiting illness 
involves various skills and tasks, such as managing one’s own emotions, addressing 
the physical health of the patient, and making sense of being a caregiver. Family 
caregivers also have to address the high emotional burden that they carry [11].
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In 2015, Applebaum et al. published a study showing how physical and emotional 
issues affect the well-being of family caregivers. It highlighted the overlapping 
responsibilities of managing one’s physical and emotional health [77].

Some of the tensions that family members experience when it comes to 
supporting their patients revolve around balancing their own health needs with 
supporting the patients’ needs versus advocating on the patient’s behalf. They 
suggest that this type of support should be prioritized. Caregivers experience a wide 
range of emotions when it comes to supporting their patients [11].

Clinicians also play a vital role in supporting family caregivers in making 
informed decisions regarding their health. They should assess the various aspects of 
the family caregiver’s role and provide them with the necessary resources to improve 
their quality of life [78].

Family caregivers should be referred to mental health experts to enhance their 
stress management, coping capacity, and overall quality of life. Case management, 
government support, and comprehensive care provided by specialists and health 
professionals can help them manage their own mental and emotional well-being. An 
effective intervention for family caregivers should be developed. Family caregiver- 
specific components should be included in multi-component interventions designed 
to improve the self-management of patients. The intervention program must be 
carried out properly. It should involve an initial assessment designed to identify the 
multiple skills needed to improve their well-being. In addition to the usual multi- 
component interventions, it is also important that the approach be expanded to 
include other types of interventions aimed at improving the self-management of 
patients [11].
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Chapter 3

Global Burden of Lifestyle Diseases 
and Pressure Injuries: Nutritional 
Predictors and Impact on Family 
Health Outcomes
Donnette A. Wright, Natoya Wade and Audra T. Williams

Abstract

The elderly population is among a special group of the population classified as 
vulnerable due to their susceptibility to disease and disorder as well as their financial 
and physical dependence of other segments among the population. This group of 
individuals is at risk of chronic non-communicable diseases, lifestyle diseases, and 
other public health concern pressure injuries. This disorder is a group of health 
conditions including bed sores, decubitus ulcers, and pressure sores. Individuals who 
are vulnerable are at greater risk of being diagnosed and afflicted with the condition. 
Mobility, nutritional status, and general health (concomitant) disease modify the risk 
profile of the population. The paradox of longevity increased disability is pronounced 
in the current public health landscape especially concerning pressure injury status. 
The impact of aging and health outcomes impairs social functioning and burdens the 
dynamics of the family unit often resulting in caregiver role strain. The role of the 
healthcare team in preventing and responding to ill-health and the resulting impact 
is paramount among the aging population. The resultant recommendations of active 
screening, primary health care, health education, nutritional support, and social 
support are the critical strategies to improve the health outcomes of this vulnerable 
population toward morbidity profile and healthcare outcomes among the elderly. This 
chapter explores the current evidence, incidence, contributory factors, and public 
health recommendations for best practice of healthcare among the aging population.

Keywords: pressure injury, nutritional predictor, family outcome, lifestyle disease, 
nutritional status

1. �Introduction

In the public health sphere, pressure injuries (PIs), also known as pressure
ulcers or decubitus ulcers, are described as localized damage to skin and the soft 
tissues below usually occurring over bony prominence or where a medical device 
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is worn [1]. They constitute a major concern, undermining the quality of life, and 
increasing morbidity and mortality, and contributes extensive financial burden to 
patients and the healthcare system. Although mostly preventable, PIs vastly affect 
hospitalized patients, specifically those with the restricted mobility and chronic 
non-communicable diseases, whether in the acute or in the long-term care facilities 
[2]. The World Health Organization predicts that the aging population is expected 
to reach 426 million between the years 2020 and 2050, with pressure ulcers being a 
concern for this vulnerable population. Older adults, with a PI, are usually plagued 
by other comorbidities such as fluid and electrolyte disorders, diabetes mellitus, 
nutritional disorders, and dementia, contributing to a more complex healing 
process [3]. Varied advancements in medicine and wound care management have 
improved patient outcomes with multimodal adjuvant therapies for prevention and 
treatment; however, this problem still exists. According to the National Pressure 
Injury Advisory Panel (NPIAP), pressure injuries can occur over skin or underlying 
tissues, usually over a bony prominence or related to medical devices, as a result 
of pressure, friction, shear, moisture, or any combination of these factors [4]. PIs 
differ according to its severity of tissue loss and wound bed characteristics, which 
lend itself to a NPAUP classification system for staging [5]. Preventing and manag-
ing PIs require a multidisciplinary approach focusing on the underlying issues in 
combination with other associated risk factors. Malnutrition, sometimes undiag-
nosed, has played a role in prolonging the healing process. There is a direct propor-
tional relationship between malnutrition and PI development and impaired wound 
healing. Evidence supports adequate dietary inclusion of calorie (energy), protein, 
zinc, Vitamin A, C, D, and specific amino acids such as arginine and glutamine, 
which positively impacts tissue repair and collagen synthesis and being essential for 
wound healing [6]. The presence of a PI has the potential to disrupt one’s quality 
of life due to chronic or cyclic pain associated with the disease process, body image 
disturbance, odor and drainage, prolonged hospitalization for treatment, and 
management of complications. Structure and psychosocial roles within the family 
can be grossly affected, contributing to an overwhelming emotional and financial 
burden as well as caregiver burnout [7]. The current evidence provides data that 
the elderly population is expanding significantly, and they are vulnerable and at 
risk of lifestyle diseases and pressure injuries. This chapter will elucidate the nature 
of PIs, its global impact, the nutritional factors that promote efficient treatment 
of the disease, the impact PIs have on immediate family members, and the coping 
mechanisms that families employ to mitigate its effects. The chapter will also offer 
recommendations for the best practice in health promotion and care for optimal 
health outcomes among the aging population.

2. �Global burden of pressure injuries

The incidence of PIs continues to grow despite increased medical knowledge, 
advances in technology, and wound care management [8]. The global prevalence of 
pressure injuries is estimated to be 3.17 million based on analysis of the 2019 GBD 
analysis with 481,423 DALYs [9, 10]. The development of PIs adversely affects approx-
imately 12% of hospitalized patients with over 50% being categorized as stage I and 
stage II pressure injuries [9, 10]. Prevalence may vary based on setting, as patients 
with spinal cord injuries report a higher prevalence rate of 44% [11]. In acute care 
facilities in the USA alone, approximately 2.5 million patients per year suffer from 
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PIs [12]. Prior studies on PIs have tended to focus on hospital based and ICU settings, 
whereas patients in community, home care, and age care facility settings are often 
overlooked. The true prevalence of PIs is therefore under-estimated.

Treatment cost associated with PIs has risen exponentially, with PIs being ranked 
as 3rd in terms of economic burden, preceded by cancer and cardiovascular diseases. 
A recent NPIAP study reported an annual cost of 3.6B, with other studies concluding 
a greater economic burden of 26.8B annually [13, 14]. Studies have indicated that the 
cost associated with preventing PIs is substantial when compared to that for treat-
ment [15]. When compared to other chronic diseases, PI, a type of chronic wound, 
has a two to six times higher mortality rate with annual deaths amounting to 60, 000 
[16].

Older adults aged >60 have a greater prevalence rate of PI than the younger age 
group across the various levels of sociodemographic index (SDI). There has been a 
worrying trend of age standardized rate (ASR) deaths among the older age groups 
with individuals between 80 and 84 having an ASR of death of 7.21 when compared 
to those >95 showed an accelerated rate of up to 51.72 [17]. Regions with higher SDI 
documented reduced ASRs as opposed to an increase in ASRs reported in low middle 
and low SDI. The ASR of Disability adjusted life years (DALY) globally continues 
to grow among the older age group >60 (up to 20.65) with exponential burden in 
individual aged 95 and older (322.25–485.2); however, ASRs of DALY in low SDI were 
the highest across all age groups, notable with older adults>95 with 820.33 [17].

3. �Risk factors

Pressure injury development is a notable concern for patients, family members, 
caregivers, and members of the health care team. Intrinsic and extrinsic factors have 
been attributable to the development of PIs and it is of vital importance that a thor-
ough understanding is reached in order to effectively manage the underlying cause. 
Intrinsic factors include nutritional deficits, advanced age, low blood pressures, 
fever, and smoking. Extrinsic factors are pressure (intensity of pressure, duration of 
pressure, tissue tolerance), shear, friction, moisture associated with urinary or fecal 
incontinence [9, 17, 18].

3.1 Nutrition and PI

Nutrition is the most important factor stimulating normal cellular function such 
as tissue repair and regeneration. Adequate nutritional support is essential for all 
patients; however, patients with a PI or at risk for PI development require optimized 
support in preventing further skin breakdown and to facilitate the healing process 
[19]. Malnutrition, both macro- and micronutrient forms, is a type of nutritional 
debilitation that is linked to the development of PI in patients along the age con-
tinuum, but more so in the aging population. Macronutrients such as carbohydrate, 
protein, fats as well as fluids and micronutrients including vitamins and minerals all 
have a critical role in the maintaining optimal skin integrity and promoting wound 
healing. Dehydration, reduced energy intake, and low protein consumption are attrib-
utable to rapid skin breakdown when coupled with other risk factors such as pressure, 
friction, shear, and moisture. Approximately 1.5–2.1 g of protein may be loss in wound 
exudate per day and as such emphasis must be placed on preventing further depletion 
as well as dehydration [20]. Determining nutritional status is multifaceted. There is 
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no specific laboratory test to confirm malnutrition; however, levels of serum proteins 
such as albumin, pre-albumin, transferrin, and retinol-binding protein are frequently 
used as biochemical indicators of malnutrition [21]. Other biochemical markers 
including triglycerides, CRP, zinc, copper, and cytokines provide insight into the 
nutritional status of at risk and diagnosed PI patients. In addition to serum proteins, 
anthropometric measurements such as height, weight and body mass index (BMI) are 
used [22].

3.2 Healing-related nutritional needs

The presence of a wound increases the body’s metabolic demand for nutrients. The 
phases of wound healing are supported by various nutrients for adequate and timely 
wound closure, thus reducing the risk of complications [23]. Malnutrition is a strong 
contributor of adverse events such as the development of new wounds, PIs, and 
diminished quality of life, as well as other lifestyle diseases. Judicious screening for 
malnutritional risk at admission and at the first sign of change in patient’s condition is 
key for early diagnosis and swift intervention [24].

Nutritional support is dependent on multiple factors including age, gender, 
weight, height, BMI, activity level, and current comorbidities. With protein and fluid 
depletion from the wound each day, an increase in nutrients is needed to support the 
metabolic and physiological needs to prevent progression and promote healing [25].

Caloric need requirement ranges from 20 to 35 kcalories per kg body weight 
per day. In the presence of a wound or an injury, the body’s caloric need for adults 
increases to 30-35kcalories/kg body weight for patients with PI or those at risk of PI 
with malnutrition risk [4, 26]. Yamamoto et al. [27] highlighted a correlation between 
energy intake and pressure ulcer healing.

Post-injury, the body’s need for protein increases exponentially, with the recom-
mended daily allowance (RDA) of protein being approximately 1.25–1.5 g per kilo-
gram per day, while in a healthy person, the recommended daily allowance of protein 
is 0.8–1 g per kilogram body weight per 24 hours [4, 28].

Proteins are composed of building blocks essential and non-essential amino-acids 
and are necessary for the tissue repair and regeneration and collagen synthesis [28]. 

Weight loss in the last 6 months

<5% Mild loss

5–10% Moderate loss

>10% Severe loss

Body mass index (BMI)

<18.5 kg/m2 Underweight

18.5–24.9 kg/m2 Normal weight

25.0–29.9 kg/m2 Overweight

≥30 kg/m2 Obese

<90% ideal body weight Malnourished

Adapted from Evans [22].

Box 1. Weight indicators for malnutrition.
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Impaired amino-acid balance can negatively affect wound healing process resulting 
in delayed wound healing especially at the inflammatory, proliferation, and remodel-
ing phases of healing [29]. Increase in protein stores aides in collagen synthesis and 
epithelialization that are indicative of positive signs for advanced healing.

Arginine and glutamine have been well documented in the recent years to have 
substantial effects on wound healing. An essential amino acid, arginine stimulates 
the release of growth hormone and also insulin-like growth factor I (IGF-I), which 
improves wound healing [19]. Reports indicate its effect on inflammatory response, 
collagen synthesis, and wound contraction [30]. Arginine supplementation with 
other nutrients may be beneficial in improving wound healing outcome [31, 32].

One of the most abundant amino acids in the body, glutamine has immuno-
modulatory and anti-inflammatory effects. Glutamine requirement of 0.3–0.4 g per 
kilogram per day is recommended in patients with wounds [28]. Supplementation of 
other vitamins and minerals has shown to be efficacious in wound healing including 
selenium, zinc, and vitamins A, C, E which support epithelialization, tissue oxy-
genation, and inflammatory response and other physiological recovery processes in 
wound healing [33].

4. �Impact of PIs on the family

Pressure injuries commonly affect older adults (>60) and have been seen to con-
tribute to psychological, physical, and social disruptions to immediate and extended 
family members [34]. Caregivers of people who suffer from chronic illnesses have 
been primarily family members, this is due to the expensive nature of nursing homes, 
and the perceived lack of care caused by an overburden health system at public 
facilities and are considered instrumental in caring for chronic patients [35]. Family 
members who offer or are pressured into the role of caregiver are generally female, 
married, have low levels/basic education, and have low-paying jobs [7, 36, 37]. It is of 
interest that these characteristics of caregivers except for being married share similar 
characteristics with those who are found in vulnerable populations. Though caregiv-
ers and patients can be good support for each other, they can ultimately be a source of 
stress [7], and the constant attention that patients with PIs need tends to consume the 
life of the caregiver which significantly contributes to the burden that the caregivers 
feel and ultimately to the global healthcare system [35].

The phrase burden of care is commonly found in the literature that deals with 
chronic patients and can be defined as the level of strain that a carer perceives from 
caring for a chronically ill, disabled, or an aged family member or a loved one [35]. 
It also negatively correlates with quality of life, in that, the more a caregiver feels 
burdened by the care that they provide is the poorer they perceive their quality of life. 
Psychological predictors of burden of care include stressors, anxiety about caring, 
feelings of sadness, guilt, and helplessness [7] while negative predictors include upper 
middle education or higher, strong social support networks, and how well the fam-
ily functions despite the chronically ill loved one [37]. These feelings can stem from 
seeing their loved one in a state of decline [7] regardless of the carer’s sex [36, 37]. 
The lack of knowledge that caregivers have about treating PIs can also impact their 
psychological well-being. Knowing when PIs are developing and seeking trained 
professionals to provide support can be overwhelming. In addition, taking anecdotal 
information from people who are not trained health practitioners can cause the 
worsening of the loved one’s wounds, which then contributes to feelings of guilt [7]. 
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This is exacerbated by the caregivers’ feelings of moral responsibility stemming from 
their desire to compensate the loved one for their past absence or a debt of gratitude. 
This desire is evident in close knit intergenerational relationships [7].

Psychological effects of the burden of disease also stem from the lack of familial 
support that is given to primary caregivers [36]. Having to constantly be at the side 
of an ailing individual can wary the caregiver and can contribute to irritability and 
feelings of overwhelm that can be directed at the loved one who requires care or other 
family members that are not engaged directly in caring for the loved one. Support 
when given were mostly offered to female caregivers [36], which can act as an 
influencing factor to them handing over the responsibility of care to another female 
member of the family. First time carers for patients with PIs can encounter stress due 
to the unfamiliarity of the disease [7]. This lack of experience can hinder the preven-
tion of the injury and its recovery as factors such as diet, food preparation and feeding 
assistance, hygiene maintenance, repositioning and use of supportive devices, and 
medication and dressing application are the important aspects of efficiently care for 
PIs [7].

The financial burden of care can stem from the lack of educational attainment of the 
caregivers, the reduction or loss of gainful employment due to the needs of the chronically 
ill loved one, and the medical costs that are associated with chronic illness. This inability 
to garner professional medical care is to the detriment of the loved one [7]. Few primary 
caregivers receive any kind of stipend from other relatives [36], which increases the psy-
chological burden of disease. This lack of finances significantly impacts both the diet of 
the caregiver and the chronically ill loved one and can lead to the worsening of the loved 
one’s condition. This will incur additional expenses that increase anxiety, depression, 
and stress. This cyclical process can continue for weeks, years, and even decades and will 
hinder the recovery of the loved one [36]. The financial burden also incorporates the lack 
of resources that the caregivers can extend to themselves, which will negatively impact 
how they function as caregivers [36]. The lack of resources may result in self-blame which 
often co-ocur with, or secondary to, feelings of grief and helplessness [7].

5. �Coping mechanisms that families employ to mitigate the effects of PIs

Primary caregivers often do not know current practices and evidence-based 
pressure injury management, as such, there is an urgent need for health practitioners 
to provide efficient and comprehensive guidance in how to manage the PIs, namely 
in dressing selection and decompressing products [7]. When primary carers are 
equipped with the knowledge that is needed to properly care for their loved ones then 
recovery can take place, which would significantly impact the psychological, physi-
cal, and financial standing of not only the caregiver but also the extended family. 
Providing this as well as nutritional support can increase the confidence of a caregiver 
to hand over temporarily the care of the loved one to engage in self-care activities. 
This engagement in self-care activity can improve their well-being [37], which inevi-
tably decreases feelings of overwhelm, anxiety, and depression.

6. �Nutritional predictors and family health outcomes

Poor nutrient consumption may lead to adverse health outcomes such as cardio-
vascular diseases, diabetes, hypertension, obesity, and PI development. Family health 
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and well-being can be affected significantly by poor dietary intake throughout the 
life cycle at different stages of development, impacting individuals, family units, the 
community, and to a greater extent, the nation [38]. Adopting healthy eating habits 
and an increased level of physical activity in childhood should be fostered, as this 
helps to mitigate against malnutrition-associated conditions such as impaired cogni-
tion and stunted growth [39]. There are many lifestyle diseases that are linked to poor 
eating habits, which predominantly begin at the level of the family unit.

Effective management of PIs requires a multidisciplinary approach focusing on the 
underlying causative factors. PIs can be caused by a single factor or a combination and 
efforts must be placed on addressing these factors. Nutritional support is crucial in 
achieving closure of the wounds as most elderly patients might have poor nutritional 
status that is oftentimes undiagnosed. Comprehensive wound assessment, indi-
vidualized interventions utilizing evidence-based practice with optimal wound bed 
preparation, appropriate dressing, and support surface selection are a key to improve 
the patients’ outcome. In addition to nutritional support and wound management, 
focus must be geared toward the ‘whole’ individual providing a holistic approach to 
management (Figure 1).

7. �Discussion: The current status of the global burden on diseases and PI 
among the elderly - Nutritional predictors and family outcomes

The North American population of elderly people is currently estimated at greater 
than half (56%) of their total population and reflects as similar ratio in international 

Figure 1. 
Factors that potentially influence wound healing and esthetic outcomes. This is an open access article under the CC 
BY license. http://creativecommons.org/licenses/by/4.0/.
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population [40]. The WHO and other organizations have projected that the popula-
tion will continue to expand and has also classified this group as the fastest growing 
set of people [41]. An overwhelming expanse of literature presents evidence con-
cerning the vulnerability of the aging population presenting a paradox of longevity 
juxtaposed with the increased disability. There are several determinants cited as 
promulgating the risk of disease and disorder among this segment of the population 
including poor knowledge, access to primary healthcare, poor knowledge, social and 
financial reliance, food and nutritional requirements, and physiological changes 
in the elderly. These factors correlate with the increased risk of physical disabilities 
including pressure injury. Other studies suggest that there is a feminization of the 
elderly where disproportionately more women are older when compared to men [42]. 
There is further evidence that women have greater health seeking behaviors and are 
less vulnerable to pressure injuries when compared to men, which provides some 
evidence of resilience among this sub-segment of the elderly population and forms 
part of the recommendations that increasing health seeking behaviors may serve as a 
protective factor in the development of PIs among the elderly. The evidence also sug-
gests that increased independence and conduct of Activities of Daily Living occur in 
community-based elderly people [42]. This activity increases mobility and reduces bed 
dependence, which further reduces the susceptibility to pressure injuries among com-
munity dwelling individuals and repositioning, moisture control, and pressure redis-
tribution inversely correlated with pressure injury [43]. Nutrition has been closely 
associated with pressure injuries and overall health status of all peoples and the elderly 
in particular [44]. Nutrition currently exists as a factor that modifies health outcomes 
and is directly associated with the variable. In the elderly, it has been described as 
generally suboptimal with the associated negative outcomes. Some evidence proposes 
that individuals with good biological and biochemical markers of nutrition have 
greater resilience and associated lower risk of pressure injuries. The data suggests that 
replete macronutrient and micronutrient states promote optimal biochemical status 
and are associated with the lower risk of PI among the elderly and all populations. This 
suggests that while nutritional status is generally poor or at risk of deficiency among 
the elderly targeted strategies to promote nutritional wellness may provide a protective 
effect among hospitalized as well as community dwelling elderly [45].

The physiological needs of the elderly are well documented and promoted for care 
and intervention and less value is place on the psychosocial status of the aging popula-
tion especially family and social groups. The literature clearly represents the impact 
of disease and disorder on these processes describing them as stressed and strained 
especially as the disease and disorder burden is long term. That presents only the 
negative psychosocial impact aging. There is also resilience promoted through strong 
family and social support of the elderly with respect to the development and promo-
tion of PIs. Strong carer support has been identified as a positive social determinant in 
the recovery from PIs among both hospitalized and community dwelling elderly [46]. 
The financial and physical wound care support promotes comprehensive response and 
quicker healing. This also suggests the groups of elderly with stronger family support 
and less susceptible to pressure injuries when compared to those with limited support.

8. �Recommendations

The elderly population and the aging process present a conundrum for public 
health. Longevity serves as a strong positive outcome of health promotion but 
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health care workers must be cautious in interpreting and celebrating increased life 
expectancy as older adults are plagued with a wide range of health risks among them 
lifestyle diseases and pressure injuries which are partly due to increased vulnerability. 
The healthcare team must be prepared for the next five decades and beyond, which 
provides a predictive model that forecasts a ballooning elderly population with the 
increased needs relative to their dependence. The evidence that underlines their vul-
nerability must be transformed to provide robust guidance to strengthen their future 
health outcomes. These recommendations include but are not limited to:

1.	Regular health screenings—general physical health accessing skin integrity, bio-
chemical markers, and nutritional status. This is designed to detect early deviations 
and guide strong individualized plans for health promotion and recovery [44, 47]

2.	Multidisciplinary individualized health care plan—The elderly is a dynamic pop-
ulation with physical and physiological needs—a general care physician make 
essential but gerontologists, homecare assistants, dietitians, phlebotomists, 
social workers, and physiotherapists are important for assessing and strategically 
support the management of specialized deficits in the elderly

3.	Individualized nutrition care support—early, targeted, and personalized nutri-
tion support predicated on health promotion and primary care interventions is 
uniquely position to prevent sub-optimal nutritional states and ensure that Rec-
ommended Dietary Allowances are met in accordance with patient preferences 
so that nutrition serves as positive risk modifier in the development of lifestyle 
and pressure injuries.

4.	Wound care and assessment—early and continuous skin assessment is essential for 
detecting early changes integrity and determining primary strategies to prevent de-
terioration. Community-based and secondary level comprehensive care are critical 
in reducing disability adjusted life years and morbidity among the elderly.

5.	Promoting independence, mobility, and ADL participation—mobility has been 
singularly described as an inversely related factor in the determined pressure 
injuries. Families, communities, and the healthcare team must be trained and 
supported to encourage and support mobility, independence, and ADL comple-
tion among the elderly institutionalized and free dwelling individuals

6.	Psychosocial and family support—carers must be guided with respect to promoting 
financial resilience, social competence, and physiological care to the elderly people 
they relate to. These factors when protected will serve as a protective factor in the 
development of pressure ulcers and lifestyle diseases. Similar value must be accorded 
to psychosocial support as with physical support as the future of health outcome 
elderly population is promoted in order to promote the best status.

9. �Conclusion

The population of elderly people has been growing and is expected to expand in 
the next two decades. Their associate healthcare burden is expanding consistent with 
their incidence of chronic non-communicable diseases and pressure injuries. Social 
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and physiological factors such as age, comorbidity, and nutritional status predict 
the healthcare risk, recovery, and overall outcome. Family units also impact the 
nutritional status of the elderly and their health outcomes impact the functionality of 
the unit. The cyclical link between nutrition, wound development, recovery, and the 
family unit creates a unique multimodal responsibility on the health care system—
primary secondary and tertiary to support the prevention, treatment, recovery, and 
coping with pressure injuries in the elderly population. These processes are best sup-
ported by comprehensive screening and assessment, health education, individualized 
nutritional and clinical support, and specialized referral and panoptic follow-up.

© 2025 The Author(s). Licensee IntechOpen. This chapter is distributed under the terms of 
the Creative Commons Attribution License (http://creativecommons.org/licenses/by/4.0), 
which permits unrestricted use, distribution, and reproduction in any medium, provided 
the original work is properly cited. 
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Abstract

Caregivers frequently encounter significant role strain as they care for family 
members dealing with substance use and addiction issues. This burden encompasses 
profound emotional exhaustion and a sense of helplessness as they observe their 
loved ones grappling with addiction and experiencing withdrawal symptoms. 
Additionally, family caregivers face financial strain due to the steep costs associated 
with treatment and rehabilitation. They may also bear the financial repercussions of 
debts or losses incurred from the actions of the individual with the substance use 
problem. Despite playing a vital role, these caregivers – often family members – face 
substantial psychological and social hurdles, particularly in environments where 
stigma is widespread. As a result, families affected by addiction endure considerable 
emotional strain, which is further exacerbated by a lack of supportive resources, 
stigma, and limited access to mental health services.

Keywords: addiction, family, substance use, caregiver, role strain

1. Introduction

There’s a growing concern about the challenges faced by caregivers of relatives
struggling with substance use or addiction problems [1, 2]. Caregivers, who are 
usually parents, partners, children, siblings, close relatives, and friends, are deeply 
impacted by their loved ones’ substance misuse. They often experience harm to their 
financial, mental, emotional, and physical well-being. For the past few decades, the 
use of illicit drugs has become widespread, affecting nearly every corner of the globe. 
No society is immune to the devastating effects of substance use. Substance use 
disorder (SUD) is complex, and its impact extends beyond the individual to families 
and communities. In the family, a member with SUD deeply affects everyone, with 
a profound impact on the primary caregiver, who often bears the brunt of the 
burden.
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The effect of substance use can devastate caregivers, strain family relationships, 
and deplete family financial resources. Family resources cover the high costs of 
rehabilitation care, which is stressful [3]. Additionally, families face increased stress 
due to heightened conflicts caused by a member’s substance use, which affects the 
family’s stability. Providing support to a family member with an SUD puts a constant 
strain on caregivers, resulting in stress, anger, depression, and anxiety [4]. The 
stress is often worsened by feelings of shame and guilt caused by the behavioural 
problems of the person with substance use problems within the family. Consequently, 
such families usually face emotional turmoil, unmet needs, weakened bonds, financial 
difficulties, and even violence. The caregivers constantly endure unanticipated and 
unbudgeted financial burdens due to emergency medical care, legal problems, and 
added support needed during addiction treatment. The unforeseen expenses 
destabilize the families’ homeostasis and create long-term financial instability, adding 
significant stress to the already daunting caregiving responsibilities [3].

2. Walking in their shoes: Experiences of families with a member with 
SUD

The strain experienced by caregivers as a direct result of the challenging 
circumstances linked to a close relative’s addiction is concerning. Strain refers to the 
effects that substance use has on a family member’s health or well-being. The situation 
is typically so stressful that it tends to jeopardise their health [5]. Research on 
families with a member struggling with substance use issues suggests that the substance 
user is often regarded as the primary cause of family dysfunction and the overall 
instability of the family. Communication is a vital social skill for effective interpersonal 
interactions in the family, and substance users may struggle with assertiveness and 
clear communication. Poor communication from a family member with a substance 
user can alter the behaviour of the family and impact the entire family system.

Another major concern regarding family caregivers of substance users is the lack 
of support, resources, and training [6]. Often, especially in families where the 
substance user is newly diagnosed, caregivers are expected to maintain previous 
roles and routines, which can threaten homeostasis and shift family dynamics if 
expectations are not met [7]. Family caregivers who are employed frequently 
encounter disruptions in their work environment, often missing work, arriving late, 
or leaving early due to their caregiving responsibilities and the absence of resources 
such as occupational activities that could engage the substance user and prevent their 
visits to substance use hotspots [8]. These expectations and demands can lead to 
conflict within the family or workplace and increase stress levels.

If the person struggling with substance use has a job, it can negatively impact 
their work performance, as job responsibilities are often ignored, leading to potential 
dismissal or even resignation. This loss can put a strain on family caregivers [9]. 
Facing the loss of a member’s ability to live independently due to work loss or 
communication difficulties can cause grief and conflict, leading to a hostile family 
environment [10]. Although professional services, such as community rehabilitation 
and external support, might be available, some family caregivers may hesitate to 
seek them out because of societal stigma [3, 46]. As is well-documented, these 
psychosocial factors play a significant role in increasing chronic stress [11].
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What is also overwhelming to caregivers is their constant worry about their 
relatives’ health, safety, and future, which adds to their concerns about the family’s 
overall functioning [1]. Impaired family functioning and increased family conflicts 
have substantial indirect effects on the quality of care and support that the caregivers 
provide to a family member with SUD [12, 13]. The damage caused by a family 
member’s substance use includes arguments, ruined family gatherings, and a higher 
risk of aggression. Although aggression is not present in all substance users, some 
do display forms of hostility, such as verbal abuse, irritability, rudeness, criticism, 
and domineering behaviour.

Equally concerning is the damaging effect on the entire family atmosphere. The 
family becomes characterised by disagreements about how to handle a relative with 
substance use problems – for instance, disagreements over whether to give them 
family valuables like a car or money due to a lack of trust. These differences put 
a strain on family relations and can wreck marriages. The harm to family 
relationships stresses caregivers, whose constant concern for the relative is 
compounded by broader worries about overall family functioning and its future, 
especially when children are the ones involved in substance use. When one partner 
struggles with substance use, causing family conflict and possibly separation or 
divorce, the children are often at high risk of being impacted by the consequences. 
This can lead to family breakdown, neglect, and various forms of abuse.

Families desperately need resources to help them make sense of their experiences 
and provide options for coping with their distress [4]. Caregivers consistently report 
difficulty in finding educational resources to increase their understanding of 
addiction, its effects, and treatment options. The lack of available resources indicates 
that healthcare providers may not be adequately informed about how addiction 
impacts caregivers, ways to support families, or what resources are accessible. 
A deficiency in support often predicts higher caregiver burden. Interventions 
targeting substance use and addiction must recognise its effects on families 
supporting a relative with a SUD. Children are particularly at risk of suffering from 
the fallout, including family breakdown, parental neglect, and various forms of child 
abuse. Families seek resources to help them understand their experiences and 
explore options for managing their heartache [4].

3. Caregiver role strain and substance users’ bad behaviour: A bitter pill 
to swallow

Added to the stress of caregiving is the risk that the family faces because of the life 
and behaviour of their family member with SUD, which is a bitter pill to swallow. 
Often, caregivers are exposed to drug dealers because of their family member’s 
connections to drug dealing, which causes the family to live in fear and stress. The 
caregivers face threats and complaints from others due to public disturbances, 
criminal or aggressive behaviour of substance users, including theft [3]. These 
behaviours are often a result of cravings or withdrawal problems and have 
deleterious social and legal consequences that pose a constant source of fear and 
stress for families. A corpus of evidence suggests that substance use can either 
exacerbate or prolong criminal behaviour [14].

Early studies have also found that crime rates tend to be higher during periods 
marked by substance use. According to O’Donnell [15], narcotic addiction often 
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leads to a rise in criminal activity. The criminal activities include gambling, fighting, 
and drug dealing [1, 16]. This is because substance use is often tied to compulsive 
behaviours like gambling, which can lead to financial struggles for families due to 
debt. In a desperate bid to win, users may gamble large sums daily in an attempt to 
raise money for drugs, affecting both their personal and family income [16]. 
Sometimes, users gamble away valuable family possessions to keep playing, causing 
financial strain, family conflicts, and fights. This can ultimately result in lost family 
valuables, legal expenses, and a worsening family financial situation.

This puts the family in a stressful situation as they have to grapple with a dire 
financial impact. The families face detrimental financial consequences that include 
legal and drug debts created from lending money to feed cravings or even 
dispossessing other people’s valuables to get drugs, despite having to cover high 
rehabilitation costs [1]. It is evident that, in some cases, to fund their addiction habit, 
the substance users may resort to theft, adding to the financial strain on caregivers 
[3]. Ultimately, these illicit activities frequently result in legal repercussions that 
may compel family members to assume the financial responsibilities associated with 
court fines, legal expenses, or even incarceration costs [16]. When the substance user 
is involved in theft or damage to neighbours or community property, the family is 
compelled to replace the stolen items or borrow funds to compensate the victims.

Some individuals with substance use disorder (ISUD), like those with other 
psychiatric conditions, may exhibit symptoms that require attention and supervision 
to maintain stability and avoid substance use. Family members who are the main 
support for a loved one struggling with addiction to substances often experience 
a negative impact on their social lives. It’s hard for them to take part in social activities 
or go on holidays because of the unpredictability of their relative’s behaviour, 
especially if they have an addiction. Even at social events or special occasions, they 
have to be constantly on the lookout for problems and ready to respond quickly. It can 
be a significant emotional burden, affecting caregivers in a negative way [1].

Although caregivers are affected by the poor quality of their social activities, they 
are particularly frustrated that they cannot enjoy events they had anticipated 
enjoying. Caregivers consistently feel unease and a sense of foreboding related to 
their support role. They are unable to foresee a future where their circumstances 
improve, as they constantly stress over the next substance use-related incident in 
their daily family life [1, 3]. They harbour feelings of pessimism about the situation 
of their family member with addiction problems getting better, leading to a sense of 
hopelessness, as they see no end to their struggles. Family members’ fear and 
hopelessness are also rooted in their perception that the substance user’s situation 
will worsen with continued use of substances and behaviour that is damaging to both 
the family and community life [1]. Substance users frequently lose control as a result 
of the influence of substances and disregard moral boundaries. During episodes of 
intense cravings, individuals may resort to aggression or threats, even towards close 
family members, thereby presenting significant safety concerns [3].

4. Stigma of SUD and caregiver role strain

Stigmatisation is a social and psychological process encompassing four 
fundamental components: labelling, discrimination, stereotyping, and rejection [17, 
18]. Erving Goffman, a pioneer in the study of stigma in the 1960s, defined it as 
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a complex social construct that describes how people perceived as having inferior 
qualities are treated unfairly and negatively [17]. In his work [17], he argued that 
stigma is an attribute that severely discredits an individual, rendering them tainted 
and devalued. Stigma has been pinpointed as a key driver of substance dependence 
and one of the strongest predictors of hesitation to seek treatment, and therefore, 
a major obstacle to recovery [19, 20].

Stigma has negative effects, including disrupting relationships, harming 
health, and reducing help-seeking [21, 22, 45]. These effects weaken social ties, 
increase stress and trauma, and worsen substance use, with the burden being felt 
by the family due to caregiver role strain. Not only do families struggle with 
managing addiction behaviour, but they also encounter courtesy stigma related to 
SUD because of their association with a family member affected by SUD. The 
experiences of this courtesy stigma, as reported across various studies, reveal 
multiple manifestations of stigma, including social isolation, self-imposed secrecy, 
and feelings of shame and guilt [3, 23]. These studies highlight the stigma 
surrounding SUDs as a major obstacle to seeking support and treatment for 
individuals with SUDs and their family members. This stigma has been identified 
as a barrier to accessing vital services, which has had a negative impact on the 
mental health, decision-making, and overall well-being of family members [24]. 
Owing to stereotypical depictions of individuals with SUDs, including the 
stigmatising language employed in policies, families frequently report 
experiencing social distancing and exclusion, blame manifested through 
derogatory remarks, and feelings of shame. Consequently, family members often 
suffer from diminished self-esteem, internalised stigma (self-stigma), and 
disrupted social relationships with the individual living with SUD as well as with 
other community members [25].

It’s concerning that caregivers face not only the emotional toll of courtesy stigma 
from the public but also the added stress of structural stigma, which worsens their 
role as caregivers. Structural discrimination is a type of stigma that occurs through 
various institutions, and healthcare systems are a primary source of this 
discrimination for families dealing with SUDs. These families often experience 
neglect from healthcare providers, who may show a lack of care for both patients and 
families, creating a negative atmosphere in these settings. As a result, families feel 
ignored, distanced, and isolated, and are treated without empathy. Structural 
discrimination also manifests in the lack of public health education about SUD, 
which makes it harder to combat stigma and obtain the needed support for these 
families [25, 26].

The cause of stigma towards people with SUD and their families also stems from 
a lack of understanding of addiction as a neurobiological disease, as it is often viewed 
as a moral failure on the part of the substance user, as well as a failure on the part of 
the family to socialise their family member with SUD properly. For centuries, 
substance use has always been viewed as a moral issue, and substance-related 
behaviours as a disregard for and violation of societal values [27]. When substance 
use is viewed as a moral failure, the cause is attributed to an individual’s lack of 
willpower to resist substances due to their inherent moral weakness [27]. However, it 
is evident that SUD is a brain disease with dysfunction in neurobiological processes 
as the primary drivers of SUDs, contrary to the moral model that attributes it to 
personal choice [28]. Pundits of the moral model contend that the view of SUD as 
a brain disease paints a picture of substance use or misuse as an involuntary 
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compulsion, which is insufficiently supported, while the use of substances is actually 
a consciously made decision [29]. However, the view of SUDs as moral failure from 
personal weakness is a cause of concern, as it results in stigma, shame, and blame. 
The caregivers who suffer public stigma also tend to discriminate against themselves 
due to internalised prejudice, as they accommodate and perpetuate societal 
stereotypes towards themselves [30, 31].

This is confirmed by a study conducted by [32], in which caregivers showed 
a tendency to avoid being identified with a family member who has a mental illness 
or being seen with them at social events due to shame and embarrassment. The 
stigma becomes a significant barrier to the support that caregivers must offer to 
a family member with SUD, resulting in substance use relapses and adding to 
heightened caregiver role strain [28]. Though the moral model recognizes other 
influential factors in developing SUD, such as the roles of parents and society in 
shaping a child’s moral character as a risk or protective factor against SUDs.

This perspective, with its emphasis on morality as the genesis of substance use or 
misuse, generally shifts the public health focus and discussion away from other 
important risk factors, such as a difficult childhood, growing up in poverty, or 
experiencing maltreatment [28]. The result is discriminatory behaviours that 
characterise social stigma, such as labelling, stereotyping, pessimistic prediction, 
restrictiveness, and prejudice towards others [33, 34, 45]. Consequently, the stigma 
impedes the realisation of a better quality of life for caregivers and may lead them to 
exhibit behaviours such as social withdrawal, lack of support for their family 
member with SUD, and disruption of the family structural framework [31, 35, 45].

5. Substance use relapses and family role strain

The burden experienced by caregivers, attributable to caregiving responsibilities, 
is exacerbated by relapses into substance use. Individuals who use substances often 
endure recurrent cycles of relapse, oscillating between phases of active substance 
consumption and periods of treatment and abstinence, which may extend over 
several years [36]. This creates a vicious circle. However, many caregivers pin their 
hopes on the fact that recovery is achievable, though the harsh reality of relapse or 
the unwillingness of the individual with SUD to seek treatment ultimately 
diminishes their optimism, resulting in a sense of losing control. This sense of losing 
control over their loved one’s life further intensifies the family’s suffering, rendering 
the caregiving of substance users unbearable for families [3].

The continued relapses stemming from the need to feed the addiction among 
substance users are pervasive, forming a relentless cycle that creates persistent 
strain on caregivers, culminating in feelings of being stuck on a dangerous and 
erratic rollercoaster [37]. Watching a loved one struggle with substance use 
addiction, often relapsing and alternating between active use and periods of 
treatment and abstinence, which can last for many years, is heartbreaking for 
families [36, 38]. Worse, the cost of treatment these families bear during these 
relapses can be substantial, yet it tends to provide limited long-term benefits. 
Research suggests that around 65–70% of substance users return to using their 
primary substances within three months after treatment, and two-thirds relapse 
within a year [46].
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The constant threat of substance use relapse causes intense fatigue for family 
caregivers, and relapses bring financial strain to cover rehabilitation costs, 
unwanted deviant behaviour, and social conflicts [3]. Caregivers are always 
worried about the need for continuous, intensive care before and during treatment, 
leaving them mentally and physically exhausted. Caregivers in a study by Mubashir 
[3] reported substantial financial strain caused by high treatment and 
rehabilitation costs, often facing a dilemma of choosing between essential family 
needs and covering the cost of care for their loved one, who, after spending so 
much, trips back into relapse [3]. This financial instability and dilemma heighten 
the caregivers’ emotional stress, especially in the midst of limited resources and 
support.

6. Strategies for SUD prevention to relieve caregiver role strain

Standing up for someone with SUD requires family caregivers to invest a great 
deal of effort and time. Family caregivers often attempt to resolve their dilemma by 
finding a compromise solution to dealing with the behaviour of their family member 
with SUD, while attempting to provide support and avoid rejecting them [12]. 
However, informal caregiving puts a significant strain on family members, especially 
primary caregivers, leading to feelings of being stressed, overwhelmed, and socially 
isolated.

These individuals often experience a loss of identity and feel ‘engulfed’ by their 
caregiving role [6, 39], where their personal identity becomes consumed by their 
caregiving responsibilities. As their identities shift, they may start to see their 
caregiving role as a burden [40]. The stress of this situation can take a toll on both 
their physical and emotional well-being [6]. For the ultimate success of the whole 
recovery journey, it’s essential to care for both the individual with SUD and their 
caregivers.

Omitting caregivers from the care process creates a gap that undermines the 
progress of their family member struggling with substance use or addiction. It is 
worrying that, although addiction clearly has a significant impact on a family’s 
physical and mental health, there is evidence that healthcare providers often 
overlook the stress caused by the support needed for a relative [4]. Consequently, 
families may continue to live with unaddressed and unresolved health issues 
stemming from the challenges of caring for an individual with SUD. Facilitating self- 
care for families impacted by addiction necessitates acknowledging caregiver 
distress, which may augment caregivers’ capacity to support their loved one’s 
recovery.

Limited understanding of caregiver role strain caused by substance use may 
overlook the unique needs and challenges faced by both the substance user and their 
caregivers, which, in turn, hampers the development of targeted preventive 
strategies for SUD [41]. Thus, the family and individual substance user dynamics 
have to be taken into account for successful recovery initiatives. As a result, 
caregivers should be part of the recovery plan for their member undergoing 
rehabilitation or treatment to ensure its effectiveness and also need to be supported 
throughout the process. Recovery plans and support initiatives need to take into 
account the social, cultural, and environmental aspects of the family in 
question [42].
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To ease caregivers’ burden and strain, it begins with addressing their main 
concern: the availability of proper rehabilitation facilities and services for their 
family member with a SUD [38]. Caregivers may grasp the complexities of substance 
use and the support they can offer, but if treatment and rehabilitation services are 
inadequate, they can feel powerless and uncertain about what to do next. Their 
future as a family becomes clouded by a lingering sense of gloom and uncertainty. 
Therefore, to ease the caregivers’ stress and uncertainties facing them, the family 
caregivers of individuals experiencing substance use issues require adequate and 
appropriate social support programmes, such as care for the caregivers.

These programmes foster resilience and ensure caregivers receive counselling and 
psychoeducational resources to understand SUD as a mental health condition and to 
manage the stress arising from their caregiving role amid the challenging 
circumstances of caring for someone with SUD. This approach aims to enhance the 
caregivers’ understanding and consequently enable effective support for their family 
member’s recovery process. In a substance use prevention programme developed by 
[38], it is advised that families abstain from employing stigmatising language when 
referring to their family member’s substance use. Instead, they are encouraged to 
actively participate in their care, monitor for signs of relapse, and triggers, and 
intervene appropriately, with support from family counselling and psychoeducation. 
Health workers should collaborate to provide support for substance users and their 
caregivers [38]. A diverse team of therapists and professionals should ensure that, 
while substance users undergo intensive rehabilitation, their caregivers also receive 
adequate support and care to reduce caregiving stress and build resilience before the 
user is discharged from inpatient care. This can equip families to provide ongoing 
support and give substance users the necessary skills and strategies to cope with 
stress and resist triggers. To maintain the progress made in inpatient rehabilitation, 
health workers should continue care through home visits, outreach programs, and 
virtual check-ups [38, 43].

7. Conclusion

Caregiver role strain in families caring for their members with substance use or 
addiction problems is a neglected issue, yet it is a substantial cause for concern that 
requires attention. Family caregivers face inadequate support, stigma, and isolation, 
with stigma being especially rampant in communities where addiction is viewed as 
a moral failure [44]. The distress of caregivers is further compounded by legal issues 
surrounding their family members with SUD, inadequate treatment options, 
financial hardship, and limited professional services [3]. Psychological distress, 
including stress and feelings of helplessness, is aggravated by a lack of caregiver- 
focused education and support systems [12].
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Chapter 5

Perspective Chapter: Cultural 
Patterns and Outcomes of 
Umbilical Cord Care in Africa – 
Implications for Neonatal Health 
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Abstract

Cultural beliefs and practices regarding childbirth and early child care have a 
strong effect on neonatal health outcomes in Africa, particularly with umbilical cord 
care. The chapter critically examines the effectiveness of different African practices 
for managing the umbilical cord of neonates. Drawing upon a comprehensive review 
of ethnographic research, clinical health assessments, and empirical studies, the 
chapter discusses how specific methods that utilize herbs, ashes, cow dung, or other 
non-sterile substances have been associated with increased risks of neonatal 
infection, sepsis, and mortality. It also highlights the positive impact of evidence- 
based interventions like chlorhexidine gel, while paying attention to cultural 
practices that have facilitated both community acceptance and improved health 
outcomes. The chapter underscores the importance of caring for newborns by 
respecting other community members’ beliefs, as we advance neonatal safety and 
promote optimal growth and development. Plans to harmonize traditional beliefs 
with contemporary medical practices should involve sharing expertise and 
coordinating efforts among researchers, community workers, and policymakers.

Keywords: cultural patterns, outcomes, umbilical cord, cord care, neonatal health

1. Introduction

Newborn survival and early healthy growth rely on appropriate care of the
umbilical cord, especially in low- and middle-income countries (LMICs), where the 
hygienic conditions of delivery and the postnatal care settings are often poor. The 
umbilical stump, when poorly handled – as is the case when it is not managed in a 
sterile environment – becomes a major point of invasion by microbes and an open 
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gateway to pathogens. This pathway predisposes the neonate to serious infections 
like neonatal sepsis and omphalitis (infection of the umbilical stump), which are 
major complications and leading causes of neonatal mortality that can otherwise be 
prevented [1].

Umbilical cord care is also a cornerstone of newborn survival and healthy early 
growth, particularly in LMICs, where the level of clean delivery and good postnatal 
care settings is often compromised. The umbilical stump, unless treated in a sterile 
environment, poses a major site of invasion by microbes since it acts as an open door 
to pathogens. This route predisposes the neonate to severe infections like omphalitis 
(infection of the umbilical stump) and neonatal sepsis, which are major factors 
resulting in avoidable deaths in neonates [1].

Neonatal infections (particularly omphalitis and neonatal sepsis) contribute to 
about one-third of all neonatal deaths in Sub-Saharan Africa; thus, cord cleaning as 
well as evidence-based cord care is a priority of public health [2, 3]. Nonetheless, 
most African communities still carry out these practices in a traditional way that 
typically includes the use of substances such as shea butter, cow manure, ash, or 
herbs, some of which can be harmful in terms of introducing harmful pathogens [4]. 
These cultural traditions usually go against what is suggested biomedically, and so 
they continue to contribute to high neonatal infections and mortality rates.

The World Health Organization (WHO) has included actual directions that 
suggest how dry cord care, the technique of leaving the stump free of any covering 
and exposed to air, is the safest technique provided clean delivery conditions are met. 
In regions where there is poor hygiene and a high risk of infection, the WHO 
recommends the use of a 7.1% concentration of chlorhexidine digluconate (which is 
equivalent to 4% chlorhexidine) for daily cord cleaning during the first week of life 
[5]. Clinical evidence has shown that the application of chlorhexidine to the cord 
may significantly reduce infections and mortality in neonates [6]. Nevertheless, 
there is still insufficient implementation of this life-saving intervention, especially in 
rural and underserved areas of Africa, where neonatal care practices remain 
influenced by traditional customs and spiritual beliefs [4, 7].

In this chapter, the author examines the issue of umbilical cord care as part of 
African cultures entirely. It questions tradition-specific local practices and related 
health consequences, as well as the cultural explanations thereof. In addition, it 
argues for the use of community interventions that have effectively harmonized the 
divide between traditional and evidence-based care, as well as the usefulness of 
culturally sensitive health messages in enhancing outcomes toward neonatal care. 
Finally, the chapter draws attention to the broader policy ramifications, research and 
agenda setting, and long-term development policy.

2. Overview of cultural practices across African Regions

In the East Mamprusi District of Ghana, a mixture of shea butter, salt, and fowl 
feces is used to hasten cord separation, which the caregivers infer is necessary to 
carry out timely naming ceremonies, ensure the protection of the child by its 
ancestors, and strengthen the newborn [3]. In Nigeria, a paste made of oily materials 
such as shea oil or palm oil is used, and the stump of the cord is bound with hair or 
threads before the cord is allowed to dry to block the influences of evil and to ensure 
the cord separates quickly [4].
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In Zambia and Tanzania, substances such as charcoal, ash, herbal pastes, and cow 
dung are used depending on whether the cord is determined to be too dry or is 
detaching too slowly; some believe that the cord length influences future fertility [5, 
6]. Pig oil or clay powders are added to the cord applications of the VhaVenda and 
Vatsonga people of South Africa, and this is said to help heal and prevent spiritual 
harm to the newborn [7].

The umbilical cord is generally seen as the portal through which malignant 
spirits or disease are able to enter; premature separation or careless disposal is 
believed to hinder fertility or attract curses [3, 6]. Rapid separation – usually in a 
few days or a week – is of great value and regarded as a mark of health and 
spiritual wholesomeness, and therefore caregivers administer wetting or 
softening agents.

3. Health outcomes associated with traditional cord care methods

3.1 Epidemiological evidence

Various studies have established the fact that the use of nonsterile chemicals 
on the stump of the umbilical cord actually raises the chances of infection among 
neonates. It was observed through a systematic review of 17 empirical studies in 
sub-Saharan Africa that, out of a total of 5,725 caregivers included, neonates 
who had been in contact with unsafe cord care practices were 13 times more at 
risk of developing sepsis compared to those following medically recommended 
care [1]. Such unsanitary at-home practices consisted of using ash, fowl 
feces, cow dung, and herbal pastes, which usually contain pathogenic bacteria 
or spores.

The review also showed that about 75% of neonates whose caretakers employed 
traditional substances of a non-clinical nature recorded clinical signs of infection 
during the first week of life. Fever, abdominal redness or swelling, pus production, 
and in severe cases, convulsions or poor feeding were some of the signs. The 
inflammatory process of the cord and the growth of bacteria in an environment 
characterized by the pathology of omphalitis are most often the preconditions of 
neonatal sepsis, which is characterized by systemic inflammation that can be lethal 
when left unaddressed for a short period of time [1].

This observation gives the highest weightage to the importance of a re-assessment 
of the cultural aspects and the expansion of public health education to focus on safe, 
sterile cord practices as an irreplaceable component of neonatal survival 
interventions.

3.2 Risk of mortality in Northern Nigeria

The ramifications of traditional practices of cord care are particularly severe in 
places such as Sokoto and Bauchi States in northern Nigeria, where over 80% of 
births take place outside formal health facilities. In this case, challenges in the 
availability of a sterile delivery environment and skilled providers increase the 
vulnerability of neonates. Research carried out in such regions indicated that unsafe 
cord care was highly proportional to the rate of neonatal mortality [4]. The 
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contamination of the umbilical cord stump in these environments becomes a source 
of active systemic infection, which is one of the major causes of the high neonatal 
mortality rate in Nigeria, a country that continues to have one of the highest neonatal 
mortality rates in the world.

The use of low-cost antiseptic interventions, such as chlorhexidine digluconate 
gel (7.1%, translating to 4% chlorhexidine), was found to be effective, and it 
considerably enhanced the outcomes of newborns in the set-L phase. The application 
of chlorhexidine was linked to a remarkable reduction in omphalitis and sepsis when 
it was made accessible through community distribution systems, such as 
neighborhood women’s groups and trained birth attendants available in their 
communities [4]. This demonstrates the capability of community-based models of 
healthcare delivery to be very useful in settings where formal clinical provisions are 
unavailable or underutilized.

3.3 Cord care in Eastern Uganda

A prospective cohort study in the east of Uganda supports further life-saving 
capacity of chlorhexidine. In this work, mothers whose postnatal care regimen 
included chlorhexidine gel reported a significant decrease in the rates of omphalitis 
to only 3%, whereas control groups experienced rates of omphalitis that reached up 
to 52% without the antiseptic treatment to prevent this condition [8]. The study 
population involved both in-facility and home births, which were informative in 
regard to contextual risks.

Notably, the survey identified that the neonates born at home were twice as likely 
to acquire infections of the umbilical cords in comparison to those born in healthcare 
facilities [8]. This observation represents the twofold impact of the delivery setting 
and delivery practices on the development of neonatal health. With unskilled birth 
attendants or family members present during home deliveries, there was a lack of 
necessary infection prevention practices, so even simple antiseptic methods, such as 
the use of chlorhexidine, became vital.

3.4 Effectiveness of chlorhexidine

High-quality meta-analyses, including several randomized controlled trials in 
low-income countries across the world, provide strong evidence regarding the 
analgesic treatment of chlorhexidine cord care [9, 10]. When 4% chlorhexidine was 
applied to the umbilical stump, a relative decrease in omphalitis incidence by 35% 
and a 21% reduction in neonatal deaths were recorded compared to dry cord 
management or conventional procedures [11]. The findings endorse the WHO 
recommendations and highlight the potential of chlorhexidine as an inexpensive 
and scalable intervention for improving newborn survival in resource-limited 
settings.

Nonetheless, one of the trade-offs noted is a slower process of separation of the 
umbilical cord, estimated to occur 2.7 days later [12, 13]. Although this delay has 
been mentioned as one of the caregiver concerns, as they would traditionally 
interpret swift cord detachment as a sign of a healthy child, the medical opinion has 
been that there is no harm in this delay, and the advantages of preventing infections 
far outweigh this slight difference in physiological timing [14].
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4. Successful community-based interventions and innovations

4.1 Chlorhexidine roll-out initiatives

Integrated healthcare and supply chain channels have been one of the most 
successful community-based measures in mitigating umbilical cord infections, 
mostly through systematically rolling out chlorhexidine. A number of USAID 
(United States Agency for International Development)-covered projects in Nigeria, 
Nepal, and Bangladesh have been the first to adopt this strategy, integrating 
chlorhexidine into national essential drug lists and local supply chains, making 
availability regular even at the additional birth attendants (traditional birth 
attendants (TBAs)), community health extension workers (CHEWs), and faith- 
based organizations by leveraging the influence they have in their localities. The 
success of the initiative was closely related to local trust, particularly when presented 
by local and trusted leaders like TBAs, elders, and royal rulers when the 
chlorhexidine packs were introduced. Of note, the intervention was legitimized by 
traditional leaders, which not only supported its deployment but also indicated that 
it was acceptable to the rest of the community [10].

The availability of the products, the cultural mediators, and the local trainings 
brought about adoption both in rural and peri-urban regions. The pilot sites (Sokoto, 
Bauchi, and Cross River States) evaluation revealed that maternal acceptance has 
already grown significantly, particularly when the gel is introduced as a 
supplementary tool, and not a substitute for the current care practices.

4.2 Communication for behavior change

Implementing behavior change communication (BCC) strategies that fit the local 
cultural and social contexts of target populations has also been found to be another 
important ingredient of successful intervention. Both in Zambia and Nigeria, 
participatory, dialog-based interventions were more sustainable as opposed to one- 
way health messaging [3, 5].

An example is the Mother-to-Mother support groups that provided a safe space 
where women could share their experiences and exchange ideas at the community 
level [8].

The country of Nigeria was strategic in the distribution model that has integrated 
thoughtful care of the cords together with learning experiences of both trained peers 
and elder mothers. Open discussion of the safe practices involving TBAs served to 
demystify biomedical products such as chlorhexidine, thus leaving a breathing space 
between the modern health advocates and the traditional custodians.

Moreover, the BCC campaigns made use of local languages, visual narration, folk 
songs, and local theatrics, which together connected more with the listeners of different 
literacy levels. Such channels, which are culturally embedded, not only minimized 
resistance but also went on to strengthen appropriate behaviors, particularly in 
first-time mothers and caregivers who are molded by elder female relatives.

4.3 Hybrid models of cord care

Understanding the difficulty of getting rid of established traditions, various 
programs took hybrid forms, incorporating some aspects of the antiseptic care 
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of cords along with the cultural rituals. Examples can be found in some areas in 
the north of Nigeria and western Kenya, where families had the choice to 
apply chlorhexidine first before using a thin layer of a familiar, culturally 
acceptable component, such as shea butter or herbal powder, after a specified 
time [5, 8].

Despite the WHO dry cord care regulation, these were agreed-upon compromises 
that created confidence and progressive behavior change. Such a trade-off was a so- 
called harm-reduction strategy in public health terms, according to which the 
implementation of antiseptic treatment was prioritized, albeit with the toleration of 
non-toxic rituals in the form of secondary, non-conflicting practices.

Such models also facilitated a conversational co-creation pathway within which 
community norms and biomedical evidence did not have to be rejected wholesale in 
order to allow traditional beliefs to exist. Cultural humility exhibited by health 
workers also resulted in positive compliance levels and reduced cases of omphalitis 
and neonatal deaths, thereby registering high levels of compliance using the hybrid 
approach [8].

5. Cultural competence and public health messaging

5.1 Ethnographic insights

The concept of the symbolism of the umbilical cord has its regional perception, 
which is necessary to comprehend in order to develop effective interventions. 
Anthropology has revealed that, to most African communities, the umbilical cord is 
more than a biological tissue; it signifies connection with ancestors as well as 
spiritual and posterity-fertility [4].

According to the beliefs of some human tribes, the cord associates the baby with 
ancestry, serves as a form of protection, or helps to predict future prosperity. Such 
symbolic use influences the substances used, the location of the burial of the cord, 
and the people permitted to touch it.

It is, therefore, advisable through ethnographic research that the contextual 
presentation of health messages ought not to confront these viewpoints; instead, it 
should embrace them. As an example, chlorhexidine may be referred to as a “blessing 
oil” or a “protective gel,” wording that does not affect local ontologies but reinforces 
them. This critical strategy should be included to achieve culturally appropriate 
communication as well as reduce resistance.

5.2 The role of TBAs

The TBAs are also highly influential social capital and can be the first people to 
consult when it comes to childbirth in rural or underserved communities. It is thus 
not impractical to consider that their sustained participation is strategic. The trend in 
programs that viewed TBAs more as partners and not as roadblocks significantly 
improved attitudes toward the acceptance and correct usage of antiseptics such as 
chlorhexidine [8].

The training interventions aimed at TBAs, focusing on preventing infection, hand 
hygiene, and the stepwise use of chlorhexidine, were very effective. The TBAs 
became highly effective agents of change when their status was elevated by 
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respecting them as holders of knowledge and providing them with tools that 
enhanced their standing. The fact that they endorsed new practices added credibility 
to them in community conversations, especially among older women and pregnant 
women.

Instead of removing conventional roles, such strategies involved them in the 
existing crowd in a manner that contributes to a mutualistic approach to maternal 
and neonatal care.

5.3 Locally tailored messaging tools

The health information in standard leaflet form or posters with a lot of writing 
can easily be unsuccessful in delivery where the literacy level is low in the 
community. New approaches such as community radio programs, pictorial 
pamphlets, radio plays that are dramatized and sent via mobile phone in the form of 
SMS reminders have been found to be effective beyond words in behavior change 
campaigns.

The use of radio plays with sympathetic characters (e.g., Mama Nkechi or Uncle 
Bala), which dramatized stories of birth where proper health messages were 
conveyed, was widely listened to in social gatherings in Nigeria. Local theater 
companies performed live in certain areas, showing how dangerous it is to handle the 
umbilical cord in an unsafe manner, to generate discussion and encourage reflection 
on the issue.

Visual aids were also used: examples of posters with step-by-step graphic 
instructions were posted to ensure that nonliterate mothers could easily carry 
out safe cord care. Text messages were used as reminders of the postnatal 
schedules in urban and peri-urban settings, where feasible, due to mobile 
penetration.

These multi-modal, locally relevant communication strategies significantly 
improved message retention. These locally relevant communication strategies, 
through multi-modal communication effectiveness, contributed greatly to message 
retention and behavior adoption behavior, particularly among first-time mothers 
and caregivers of low socioeconomic status.

6. Implications for policy, research, and long-term development

6.1 Recommendations to policy

Ministries of Health must incorporate chlorhexidine (or dry care, where feasible) 
into the national newborn care policy, facilitate and promote local production, and 
train local actors at the community level to implement culturally adapted messaging 
interventions.

6.2 Future research

It requires longitudinal studies to assess the impact of preventing infections in 
newborns by using safe cord care practices, as compared to improved cognitive and 
physical development. The effectiveness of culturally focused interventions should 
be tested in different regions of Africa through comparative research.

Perspective Chapter: Cultural Patterns and Outcomes of Umbilical Cord Care in Africa… 
DOI: http://dx.doi.org/10.5772/intechopen.1012456

763



6.3 Sweeping development impact

Neonatal sepsis reduces the chances of survival, leads to long-term impairments, 
affects school readiness, and ultimately impacts maternal well-being and community 
resilience [11] (Table 1).

6.3.1 Integrating cultural and health perspectives in cord care in African settings

In most African societies, childbirth is not only a biological process but also a 
process that is highly spiritual and cultural. With respect to traditional beliefs, 
rituals, and practices during conception, pregnancy, childbirth, and the post- 
childbirth period, the mother and the newborn are treated in a specific way. A major 
element of this continuum is the care of the umbilical cord, which can have symbolic 
and protective implications within various societies.

Although these traditions serve as recognitions and identifications of the 
community and motherly attributes, they at times conflict with the biomedical 
methods, particularly when they pose health threats to the newborn child. 
Nonetheless, the combination of cultural knowledge and scientific knowledge 
provides an attractive method of achieving respectful, effective, and culturally 
competent healthcare.

6.3.2 Cultural perspectives on cord care

In Africa, the umbilical cord is not just a physical bond between a mother and her 
child, but it is also regarded as a spiritual and social bond. There is cultural diversity 
involving cord beliefs: The cord is believed to be a means through which spirits or 
blessings of the ancestors can come to them; therefore, herbal or metaphorical 
treatments of protection are necessary in most communities in the Nigerian world.

The rate at which the cord falls is considered to be influenced by a certain 
supernatural interference, whereby a slow fall is seen as a reflection of spiritual 
struggle or poor health. Beliefs about protecting, drying, or purifying the cord are 
achieved using substances such as clay, charcoal, palm oil, and breast milk to seal the 
skin. Depending on the child’s status within the cosmic and social order, the cord 
stump may be ceremonially buried, cast into rivers, or saved to be used ritually. Such 
traditions are not just forms of folklore but provide a sense of local control, maternal 
duty, and continuity with ancestral knowledge.

6.3.3 Risk and health perspective

The stump of the umbilical cord serves as a possible source of infection, medically 
speaking, in neonates whose immune systems are not yet mature. Primarily, neonatal 
sepsis is the leading cause of death during the first month of life in many countries, and 
unsafe cord care is one of the major risk factors in resource-poor contexts. Clean cord 
care, which may be done either as dry care (no contact or attention is given to the 
stump, and it is kept dry) or by the use of antiseptics like chlorhexidine, especially in 
situations of high mortality, is encouraged by biomedical guidelines.

Nevertheless, the use of dangerous foodstuffs, lack of hygiene, and the view that 
some of the delays in cord detachment are to be treated result in the adoption of 
practices that lead to the following:
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Incrementally increases the risk of tetanus, omphalitis, and systemic infections.
Slow the healing and encourage bacterial growth due to retained moisture agents 

(such as petroleum jelly or palm oil).
Vague symptoms of an infection, resulting in slow medical-seeking behavior.
Nevertheless, the tendency to condemn cultural practices entirely drives distrust 

in the mainstream health system further away, which forces caregivers to clinics and 
skilled care.

6.3.4 Relevance of cultural beliefs to the health system

Cultural assumptions about how to deal with the cords are not necessarily 
dangerous; it is the specific way it is done and the medical validation that is missing 
that makes some practices unsafe. Cultural traditions offer an opportunity to design 
better and stronger health interventions by the community, as their value and 
influence can be recognized.

Cultural practices can enhance maternal health-seeking behavior when engaged 
respectfully. For example:

Peer education and care can also be used in the communal approach to traditional 
care.

Rituals and signs can be maintained, with the dangerous substances being 
replaced by safe ones.

Holding moral authority, elders and TBAs can be utilized as change agents when 
included in health education.

Consequently, modern practice is not relevant in the rejection of tradition but in 
accommodating the positive features of the tradition and making it a part and parcel 
of the newer model.

6.3.5 Adapting traditional practices for population health

Explain the biomedical reasons for infection control using local traditions 
based on stories and symbolism. Assuming that the view of the cord is sacred, 
the message shall be structured in the following way: The cord is sacred, and 
hence it should be the cleanest and safest; therefore, it is essential to take care 
of it.

Instead of talking about caregivers doing nothing, the health systems can initiate 
the use of acceptable alternatives (e.g., chlorhexidine gel) as a modern anointing oil 
or a holy solution recommended by both health professionals and ancestors.

To make interventions work, TBAs, grandmothers, and traditional healers should 
take part in designing and delivering interventions and gain confidence and 
compliance with a program. The experience they have to offer can be used to chart 
which beliefs can be changed or those that require change.

Cultural sensitivity can be mainstreamed within national policies to ensure that 
training manuals and maternal health campaigns adopt the use of local languages, 
metaphors, and practices.

Certain folk medicines (e.g., shea butter or herbal ash) can contain actual 
antiseptics. Funding ethnobotanical research would make these substances safe 
to use and allow them to be used on a larger scale to treat the population, 
turning local knowledge into an acceptable solution to a large-scale problem: local 
health.
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It is possible to create culturally acceptable and relatable health systems 
containing sterile equipment, chlorhexidine, and photos accompanied by guides 
based on corresponding cultural signs and images.

7. Recommendations

Based on the findings and the discussions provided in this chapter, it is quite clear 
that the culture of umbilical cord care has a strong influence on the practice of cord 
care in Africa due to the traditional belief system, the community system of 
knowledge, and the inter-generational tradition of care giving. Although certain 
practices are consistent with or correlate with biomedical guidelines, some of them 
are seriously life-threatening to neonates and might lead to avoidable morbidity and 
death.

Therefore, the following recommendations are made to guide policy, research, 
and practice:

1. When intervening health-wise, one should not strive to eliminate the cultural 
beliefs but instead complement them. Midwives, community health workers, 
and nurses are encouraged to be trained in cultural sensitivity to enable them 
to adopt respectful and collaborative means of approaching the traditional 
caregivers.

2. Include the TBAs, grandmothers, and spiritual leaders in the development and 
sharing of the cord care guidelines. They will create a sense of ownership, 
minimize resistance to change, and make safer options easier to adopt, parti
cularly on a mass scale.

3. The NGOs and governments should advertise and distribute cord-care pro
ducts – say, chlorhexidine gel – in culturally appealing forms (as protective 
blessings or as ancestral oils). Messages and packaging need to be presented in 
the local language and imagery, as well as proverbs, to promote acceptance.

4. The importance of community caregivers to the neonatal health phenomenon 
should be positively emphasized by national and regional policies. These 
policies should provide guidelines on training, supervision, and collaboration 
with traditional caregivers, based on WHO recommendations regarding the 
care of newborns.

5. Although unsafe practices ought to be prevented, culturally safe and effective 
practices should be maintained and recorded. This will not only safeguard 
native knowledge but also will help lead to culture-based health education 
programs.

8. Conclusion

Umbilical cord care in Africa is influenced by diverse cultural traditions that carry 
both risks and benefits. While some traditional practices pose threats to neonatal 
health, others represent valuable knowledge that can be harmonized with biomedical 
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standards. A culturally sensitive, community-based approach integrating traditional 
birth attendants, evidence-based practices, and respectful public health messaging 
holds great promise for improving neonatal outcomes across the continent.

Interventions must continue to honor cultural beliefs while prioritizing the health 
and development of African children. Policymakers, researchers, and practitioners 
must collaborate with communities to develop sustainable, context-specific 
strategies that reduce neonatal mortality and foster healthy development from the 
very first days of life.

Acknowledgment

The author acknowledges using Perplexity AI for assistance with rephrasing and 
generating some sections of the text, specifically for language refinement and idea 
clarification.

Author details

Elaunire Monica Agianipe1*, Ndep Antor Odu2, Akpan Margaret Inemiesit2, Undie 
Emmanuel Ugbong1 and Efut Joseph Ajah2

1 College of Nursing Sciences, Obudu, Cross River State, Nigeria; Department of 
Nursing Sciences, Havilla University, Nde, Ikom, Cross River State, Nigeria

2 Department of Public Health, University of Calabar, Calabar, Cross River State, 
Nigeria

*Address all correspondence to: abuamonique@gmail.com

© 2025 The Author(s). Licensee IntechOpen. This chapter is distributed under the 
terms of the Creative Commons Attribution License (http://creativecommons.org/ 
licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction in 
any medium, provided the original work is properly cited. 

Pioneering Pathways in Long–Term Care Research and Innovation

1470

http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/


References

[1] Herlihy JM, Shaikh A, Mazimba A, 
Gagne N, Grogan C, Mpamba C, Sooli B, 
Simamvwa G, Mabeta C, Shankoti P, 
Messersmith L, Semrau K, Hamer DH. 
Local perceptions, cultural beliefs and 
practices that shape umbilical cord care: 
A qualitative study in Southern 
Province, Zambia. PloS One. 2013;8(11): 
e79191. DOI: 10.1371/journal. 
pone.0079191

[2] World Health Organization. 
Newborn mortality. 2024. https://www. 
who.int/news-room/fact-sheets/detail/ 
newborn

[3] Wenani D, Burgoine K, Williams SL, 
Musaba M, Gebrmichael T, Clarke A, 
Blanks KJH, Nantale R, Nawanga J, 
Kiguli S, English M, Waiswa P, 
Darmstadt GL, Matovu JKB, Mukunya 
D. Perceptions, beliefs, and current 
practices regarding neonatal skin care 
and emollient use in eastern Uganda: A 
qualitative study. BMC Pediatrics. 
2023;23:223. DOI: 10.1186/s12887-023- 
04040-y

[4] Wogabaga J, Burgoine K, Kakuru A, 
Nambozo A, Chebet M, Tumuhamye J, 
Wanume B, Oguttu F, Musaba M, 
Napyo., Wani S, Olupot-Olupot P, 
QWeeks AD, Tylleskär T, Mukunya. 
Incidence and risk factors for clinical 
omphalitis among neonates in Eastern 
Uganda using chlorhexidine gel for cord 
care: A community-cohort study. BMC 
Pediatrics. 2025;25:55. DOI: 10.1186/s12 
887-025-05428-8

[5] UNICEF. Neonatal death. 2025. htt 
ps://data.unicef.org/topic/child-survi 
val/neonatal-mortality/

[6] Chlohexidine working group. 
Implementing the World Health 

Organization Revised Recommendations 
on Cord Care. Country guidance for 
umbilical cord care. 2018

[7] Duru CO, Oyeyemi AS, Adesina AD, 
Nduka I, Tobin-West C, Nte A. 
Sociocultural practices surrounding 
newborn cord care in Bayelsa State, 
Nigeria. PLOS Global Public Health. 
2023;3(3):e0001299. https://pmc.ncbi.n 
lm.nih.gov/articles/PMC10047526/

[8] Abegunde D, Orobaton N, Beal K, 
Bassi AP. Trends in newborn umbilical 
cord care practices in Sokoto and Bauchi 
States of Nigeria: The where, who, how, 
what and the ubiquitous role of 
traditional birth attendants: A lot 
quality assurance sampling survey. BMC 
Pregnancy and Childbirth. 2017;17:1. 
DOI: 10.1186/s12884-017-1551-x

[9] Anyakorah PE, Aguna FC, Innocent 
DC, Uwandu-Uzoma AC, Ekeleme UG, 
Obasi CC, Eneh SC, Ahunam CP, Dike IC, 
Maduekwe VC, Ayando OD, Duruji CO, 
Innocent RC, Uwaezuoke PC, Adenuga 
OO, Emerole CO. A qualitative systematic 
review of umbilical cord care practices in 
Nigeria. BMC Pediatrics. 2025;25(1):34. 
DOI: 10.1186/s12887-025-05387-0

[10] Wogabaga J, Burgoine K, Kakuru 
A, Nambozo B, Chebet M, Tumuhamye 
J, Wanume B, Oguttu F, Musaba MW, 
Napyo A, Wani S, Olupot-Olupot P, 
Weeks AD, Tylleskär T, Mukunya D. 
Incidence and risk factors for clinical 
omphalitis among neonates in Eastern 
Uganda using chlorhexidine gel for cord 
care: A community-cohort study. BMC 
Pediatrics. 2025;25(1):55. DOI: 10.1186/ 
s12887-025-05428-8.

[11] Ans M, Hussain M, Ahmed F, Khan 
K, Abbas S, Sultan M. Umbilical cord 

Perspective Chapter: Cultural Patterns and Outcomes of Umbilical Cord Care in Africa… 
DOI: http://dx.doi.org/10.5772/intechopen.1012456

1571

https://doi.org/10.1371%2Fjournal.pone.0079191
https://doi.org/10.1371%2Fjournal.pone.0079191
https://www.who.int/news-room/fact-sheets/detail/newborn
https://www.who.int/news-room/fact-sheets/detail/newborn
https://www.who.int/news-room/fact-sheets/detail/newborn
https://doi.org/10.1186%2Fs12887-023-04040-y
https://doi.org/10.1186%2Fs12887-023-04040-y
https://doi.org/10.1186%2Fs12887-025-05428-8
https://doi.org/10.1186%2Fs12887-025-05428-8
https://data.unicef.org/topic/child-survival/neonatal-mortality/
https://data.unicef.org/topic/child-survival/neonatal-mortality/
https://data.unicef.org/topic/child-survival/neonatal-mortality/
https://pmc.ncbi.nlm.nih.gov/articles/PMC10047526/
https://pmc.ncbi.nlm.nih.gov/articles/PMC10047526/
https://doi.org/10.1186%2Fs12884-017-1551-x
https://doi.org/10.1186%2Fs12887-025-05387-0
https://doi.org/10.1186%2Fs12887-025-05428-8.
https://doi.org/10.1186%2Fs12887-025-05428-8.


care practices and cord care education 
of Mothers attending health care 
(Pakistan Prospect). Health. 
2023;15:20–32. DOI: 10.4236/ 
health.2023.151002

[12] Wright J, Umar-Farouk O, Ricca J. 
Scale-up of chlorhexidine for umbilical 
cord care in Nigeria. Usaid. 2017

[13] Gelano TF, Bacha YD, Abate D. 
Effect of chlorhexidine cord application 
on prevention of Neonatal Sepsis In 
Developing Countries: Systematic 
review and meta-analysis. International 
Journal of Health Sciences(Qassim). 
2029;13(1):40–51

[14] Abua MA, Odu NA, Madubuattah 
LC, Ogunkola IO. Cultural patterns and 
outcomes of umbilical cord care among 
caregivers in Africa: A systematic 
review. Annals of Medicine and 
Surgery. 2023;85:3553–3562. https://pm 
c.ncbi.nlm.nih.gov/articles/ 
PMC10328678/

Pioneering Pathways in Long–Term Care Research and Innovation

1672

https://doi.org/10.4236%2Fhealth.2023.151002
https://doi.org/10.4236%2Fhealth.2023.151002
https://pmc.ncbi.nlm.nih.gov/articles/PMC10328678/
https://pmc.ncbi.nlm.nih.gov/articles/PMC10328678/
https://pmc.ncbi.nlm.nih.gov/articles/PMC10328678/


Chapter 6

Navigating Caregiving and Work: 
Key Psychosocial Predictors of 
Quality of Life Amidst Familism in 
Japan’s Evolving Long-Term Care 
System
Hiromi Nakamura-Thomas and Nobuyuki Sano

Abstract

Supporting family caregivers is critical for sustainable long-term care systems 
globally. Family caregivers often experience compromised psychological well-being 
due to limited social participation and caregiving distress. While diverse psychosocial 
supports exist internationally, establishing culturally congruent interventions is 
paramount, particularly in East Asian societies where family caregiving 
disproportionately impacts women amidst strong familism. Japan faces a unique 
challenge in 2025 as all baby boomers reach age 75, intensifying the need for their 
children to balance caregiving with social participation. This chapter explores 
innovative psychosocial support strategies for working adult caregivers in Japan to 
maintain their long-term care-related quality of life, integrating considerations of 
familism, cultural norms, and the evolving long-term care system to foster more 
resilient caregiving pathways. For this aim, we identified key psychosocial predictors 
of the long-term care-related quality of life in working family caregivers.

Keywords: psychosocial support, family caregivers, quality of life, familism, cultural 
norms

1. Introduction

Family caregivers of older adults often experience compromised psychological
well-being due to caregiving distress and limited social participation [1–4]. In Japan, 
the long-term care insurance system, launched in 2000, was intended to shift the 
responsibility of elder care from the family to society [5]. Despite this, the system 
continues to rely heavily on informal care. Nearly half (46%) of the four million 
community-living care recipients receive assistance from coresiding family 
members, with another 12% receiving care from relatives living elsewhere, all in 
addition to formal services [6].
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This reliance on family creates an acute challenge as Japan approaches 2025, 
the year when all its baby boomers will be over age 75 [7]. This demographic shift 
intensifies the pressure on the working-age generation to balance demanding careers 
with caregiving responsibilities. A key goal of Japan’s long-term care system is to 
maintain the quality of life (QoL) of all involved [8]. However, with no established 
strategy for maintaining the QoL of family caregivers, there is an urgent need to 
develop effective psychosocial supports. To achieve this, we must first identify the 
key factors that influence the QoL of working family caregivers in Japan.

2. The Adult Social Care Outcomes Toolkit

The World Health Organization (WHO) defines QoL as an individual’s 
perception of their life within their cultural context, considering their goals and 
concerns [9]. To measure this specifically within a care context, the Adult Social Care 
Outcomes Toolkit (ASCOT) was developed in the United Kingdom. The ASCOT is 
designed to measure Social Care-Related Quality of Life (SCRQoL), the aspects of life 
that are impacted by long-term care needs and services [10, 11]. The ASCOT has 
several versions, including one for informal caregivers (ASCOT-Carer) [10] and one 
for community-dwelling care recipients [11].

While initially developed for economic evaluation [12], ASCOT is now primarily 
valued for its ability to capture a holistic view of an individual’s QoL [13]. A previous 
UK-based study has shown that ASCOT-Carer scores are significantly correlated with 
key psychosocial factors, including the caregiver’s motivations, perceived autonomy, 
feelings of loneliness, positive and negative reactions to caregiving, the quality of their 
relationship with the care recipient, and overall satisfaction with official long-term care 
services for their care recipients. ASCOT-Carer scores are also significantly correlated 
with health-related QoL [14]. Notably, one’s reason for caregiving was a significant 
predictor of SCRQoL. For example, caregivers who cited “having time because of not 
working or working part-time” reported higher ASCOT-Carer scores [15], highlighting 
a potential conflict between full-time employment and caregiver well-being. While 
ASCOT has proven useful in Western contexts, its applicability to Japan requires careful 
consideration due to cultural and systemic differences, as discussed below.

3. The Japanese landscape: Familism and the working caregiver

The context of informal caregiving in Japan differs significantly from that of 
Western nations, where the ASCOT-Carer was developed. In many European 
countries, financial support is provided to individuals offering informal care, leading 
to the categorization of “informal paid caregivers” [10]. Moreover, broader 
definitions of “informal caregiver” (including friends and acquaintances) exist [10]. 
This heterogeneity in defining informal care underscores the importance of studies 
employing the ASCOT-Carer to clearly delineate between paid and unpaid 
caregivers, as well as between family caregivers and the wider group encompassing 
friends. In contrast, Japan offers minimal formal support for working caregivers, 
with caregiving leave limited to five days annually per care recipient.

Most importantly, caregiving for frail or ill relatives is deeply viewed as a family 
matter, a responsibility that cultural norms and familism – a value system rooted in 
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Confucianism – often place on younger female relatives [16, 17]. This 
disproportionate burden is reflected in health outcomes; informal caregiving 
adversely affects female family caregivers’ mental health and life satisfaction, but 
not that of male family caregivers [18]. This cultural backdrop makes it critical to 
understand whether findings from UK-based studies are applicable to Japan. The 
existing research faces three key limitations in the Japanese context. The first 
limitation is socio-cultural differences in long-term care systems and caregiving 
norms. The second limitation is the lack of validated Japanese versions for many 
psychosocial measures used in previous ASCOT studies. The third limitation is 
methodological constraints, as prior analyses using simple correlations may not 
capture the interwoven nature of psychosocial variables.

Given these challenges, this chapter seeks to uncover the psychosocial determinants 
of caregiver well-being in Japan, using ASCOT-Carer as a lens and employing a robust 
analytical approach tailored to the complexity of caregiving experiences.

4. Clarifying key concepts

This section clarifies the key concepts used throughout the chapter to ensure 
a common understanding.

4.1 Social Care-Related Quality of Life (sSCRQol)

SCRQoL refers to the aspects of an individual’s QoL that are considered 
important and are potentially affected by adult social care services. Although this 
concept was originally developed to assess the well-being of community-dwelling 
care recipients, it has since been adapted to evaluate the experiences of informal 
caregivers, acknowledging that caregiving responsibilities can significantly influence 
their own QoL. In this chapter, SCRQoL is assessed using the ASCOT-Carer 
instrument, which is specifically designed to capture these multidimensional aspects 
of informal caregivers’ lives.

4.2 Adult Social Care Outcomes Toolkit (ASCOT)

The ASCOT is a suite of instruments designed to measure SCRQoL. These tools 
are specifically for adults living in the community who receive care, as well as their 
informal caregivers. The ASCOT-Carer includes domains such as occupation, control 
over daily life, personal safety, and social participation, allowing for 
a multidimensional assessment of caregiver well-being. In this chapter, the ASCOT- 
Carer instrument is employed to evaluate the SCRQoL of informal family caregivers.

5. Methods

5.1 Research approach and design

The primary aim of this chapter was to identify key psychosocial predictors of 
SCRQoL in working family caregivers. Identifying these factors is a critical first step 
toward developing effective strategies to support the QoL in this population.
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Building on previous research that found associations between the ASCOT-Carer 
score and various psychosocial factors [14, 15], we hypothesized that a set of 
interwoven variables would predict caregiver SCRQoL. The key factors selected for 
our model were loneliness, reactions to caregiving, relationship quality, social 
support, psychological well-being and distress, satisfaction with official services, 
motivation for caregiving, and the culturally specific concept of IKIGAI (a sense of 
life worth living).

A research study of community-dwelling care recipients in Japan successfully 
used a large sample (n = 1,141) to model predictors such as self-rated health, financial 
worries, satisfaction with official services, and official care need level [19]. To ensure 
sufficient statistical power for testing the complex relationships in the current 
study’s model, a comparably large sample was deemed necessary. Therefore, we 
aimed to recruit 1,500 working family caregivers. The following sections provide 
a detailed justification for the inclusion of each factor, grounded in existing literature 
and the Japanese cultural context.

5.2 Justification of variable selection

5.2.1 IKIGAI (sense of a life worth living)

IKIGAI, a concept rooted in Japanese culture, was employed as a key variable. It 
has been shown to decrease psychological burden in family caregivers [20] and has 
demonstrated significant relationships with well-being and depression among people 
in England [21]. It was specifically included to reflect cultural values and to serve as 
a proxy for caregiver motivations, as other applicable questionnaires for a Japanese 
context were unavailable.

5.2.2 Loneliness

Loneliness is a critical factor, as research indicates it directly and indirectly 
impacts caregiver stress [22, 23]. It is frequently observed in caregivers and is 
significantly associated with anxiety, depression, and overall health decline 
[24–26].

5.2.3 Positive and negative reactions to caregiving

Family caregivers often experience a mix of positive and negative reactions. 
Negative reactions, such as schedule disruptions and a sense of having “no choice,” 
are linked to psychological distress and even abusive behaviors, while positive 
experiences are associated with a greater sense of responsibility [27–29].

5.2.4 Relationship quality

The quality of the relationship between the caregiver and care recipient can 
significantly influence the caregiving experience. High relationship quality is linked 
to lower subjective burden and higher satisfaction [30], whereas significant time 
commitments (e.g., 80 + hours/month) can damage the relationship [31]. However, 
some studies have found no link between relationship cohesion and caregiver 
burden [32].
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5.2.5 Psychological well-being and distress

The emotional toll of caregiving is well-documented, with many family 
caregivers reporting emotional strain, depression, and higher rates of chronic illness 
[33]. While some research finds no significant differences in depression by race/ 
ethnicity, cultural beliefs and stigma can create barriers to seeking help, making this 
a crucial factor to consider [34, 35].

5.2.6 Social support

The structure and composition of a caregiver’s social network are vital for 
providing support. People selectively draw on their network for specific needs 
[36, 37]. Stronger perceived social support and robust social networks are associated 
with lower caregiving burden and better self-rated health [38, 39]. Social support 
positively contributes to reducing feelings of loneliness, although it does not directly 
or positively contribute to mental health in Japanese adults [40].

5.2.7 Motivation for caregiving

The motivation for taking on the caregiving role is a significant predictor of 
caregiver outcomes, including SCRQoL and strain [41]. For instance, caregivers who 
perceive a greater sense of choice in their role are more likely to continue providing 
care [42]. Furthermore, the quality of a caregiver’s motivation correlates with their 
well-being, a relationship that is influenced by factors such as their perceived 
competence, autonomy, and the quality of their relationship with the care 
recipient [43].

5.2.8 Satisfaction with official services

Previous research among unpaid informal caregivers in the UK found 
a significant correlation between their ASCOT-Carer scores and their satisfaction 
with official services provided for them and their care recipients [14]. Furthermore, 
service satisfaction has been shown to significantly predict caregiver stress in other 
populations, such as mothers of children with autism [44]. Therefore, examining the 
predictive role of service satisfaction specifically in the context of working family 
caregivers is a crucial step for informing both users and providers of long-term care 
services.

5.3 Sampling and inclusion criteria

Participants for this chapter were recruited based on five specific inclusion 
criteria. Individuals were required to be: (1) employed in a paid role (i.e., 
a working caregiver), (2) providing care for a community-dwelling family 
member who was officially registered as a care recipient under Japan’s long-term 
care insurance system, (3) providing care for a duration of more than one month, 
(4) a primary family caregiver, and (5) unpaid for their family caregiving 
duties. This final criterion is noteworthy as it reflects the context of Japan at the 
time, where a national financial support system for family caregivers was not in 
place.
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5.4 Data collection

5.4.1 Participant recruitment and procedure

Data for this study were collected online between September 1st and 7th, 2025. 
The sample was drawn from a panel of 5,189 registered working family caregivers 
managed by Intage Inc., a major research and crowdsourcing firm in Japan (https:// 
www.intage.co.jp). From this panel, participants were randomly recruited 
nationwide across all 47 prefectures (Japan’s local governments), with the sampling 
stratified by population density to ensure geographic representation. The firm’s 
academic survey department then posted information about the survey to the 
selected panelists aged 18–65. This age range was selected to correspond with Japan’s 
legal age of adulthood (18) and the statutory retirement age (65).

Potential participants first reviewed a description of the study. Consent was 
obtained when they voluntarily opted-in to begin the survey. An initial screening 
ensured that all participants met the inclusion criteria outlined previously. Those 
who qualified were then directed to the main response page containing the set of 
questionnaires.

5.4.2 Measures

The online survey included the following validated instruments to test the 
hypothetical model.

5.4.2.1 ASCOT-Carer

the validated Japanese version of the ASCOT-Carer, a measure for SCRQoL in 
family caregivers, was used [45]. The Japanese version retains the same structural 
components as the original version, such as the seven attributes and four response 
options. The seven attributes are occupation (doing things with value and enjoyment), 
control over daily life, looking after oneself, personal safety, social participation and 
involvement, space and time to be oneself, and feeling supported and encouraged. For 
each attribute, there are four possible response options representing a continuum of 
outcome states from best to worst: “ideal state,” “no needs,” “some needs,” and “high- 
level needs.” Scores are calculated using Japanese-specific preference weights and 
range from 0.02 to 1.00, with higher scores indicating better SCRQoL [46].

5.4.2.2 IKIGAI-9

The validated IKIGAI scale with nine items (IKIGAI-9) was used to measure this 
concept [47]. It assesses positive emotions, future orientation, and the meaning of 
one’s existence. Items are rated on a 5-point scale (1 = not applicable at all to 5 = well 
applicable), with total scores ranging from 9 to 45. Higher scores represent a stronger 
sense of IKIGAI.

5.4.2.3 The 3-item Revised UCLA Loneliness Scale

The 3-item Revised UCLA Loneliness Scale for Japanese (R-UCLA-3-J) was 
employed to measure loneliness [48]. Participants rated how often they felt they 
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lacked companionship, felt left out, or felt isolated on a 3-point Likert scale (1 =  
hardly ever to 3 = often). Scores range from 3 to 9, with higher scores indicating 
greater loneliness.

5.4.2.4 The 10-item Caregiver Reaction Assessment

The Japanese version of the 10-item Caregiver Reaction Assessment (CRA-10-J) 
was used to measure positive and negative reactions to caregiving [49]. Items are 
rated on a 5-point scale (1 = not agree at all to 5 = totally agree). The total score 
ranges from 10 to 50, with higher scores indicating a greater level of caregiving 
burden.

5.4.2.5 The 4-item Relationship Rewards Scale

The 4-item Relationship Rewards Scale (RRS-4) was used to measure relationship 
quality [50]. The scale was previously implemented with the original ASCOT-Carer 
[14]. Items (e.g., feeling happy with the relationship) were rated on a 4-point scale 
(0 = never to 3 = always). After reverse-scoring one item, the total score ranges from 
0 (lowest relationship reward) to 12 (highest relationship reward).

5.4.2.6 WHO-5 Well-Being Index

The WHO-5 Well-Being Index for Japanese was used to measure psychological 
well-being [51]. This index focuses on subjective positive well-being. It consists of 
five items rated on a 6-point scale (0 = at no time to 5 = all of the time). The raw score 
ranges from 0 (worst possible well-being) to 25 (best possible well-being).

5.4.2.7 Kessler 6 (K6)

the K6 scale for the Japanese version was also used to measure psychological 
distress [52]. This scale focuses on general psychological distress. It consists of six 
items rated on a 5-point scale (0 = none of the time to 4 = all of the time). The total 
score ranges from 0 (no distress) to 24 (highest distress).

5.4.2.8 Social support scale

this chapter employed a social support scale developed for Japanese adults. This 
scale includes perceptions of both the provision and acceptance of social support. 
The responses did not differ between densely populated and rural areas. It has four 
question items with Yes or No response alternatives [53]: (1) I obtain emotional 
support, (2) I wish to offer emotional support, (3) I obtain instrumental support, and 
(4) I wish to offer instrumental support.

5.4.2.9 Motivation for caregiving

To measure the motivation for caregiving, this chapter used a list of common 
reasons identified specifically for Japanese family caregivers in a recent rapid review 
[54]. Participants were asked to select all applicable motivations from the following 
options: “Because of the wish of the care recipient,” “Less expensive than using 
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nursing homes,” “Sufficient support (formal and informal) is available,” “My own 
benefits and/or rewards (e.g., perceiving positive feelings),” and “Others.”

5.4.2.10 Satisfaction with official services

To measure satisfaction with official services, we adapted an approach from 
previous research that used the original ASCOT-Carer [14], employing a five-point 
scale (1 = extremely dissatisfied to 5 = extremely satisfied). This approach was chosen 
because, while no single standardized measurement exists, the importance of 
capturing service satisfaction is gaining international attention [55–57]. Ensuring 
that long-term care services meet the needs of users – including both care recipients 
and their family caregivers – is considered essential for system sustainability and for 
upholding human rights.

5.4.3 Demographic and caregiving variables

Participants provided detailed information about their personal, work, and 
caregiving situations. The specific variables and their corresponding response 
options are detailed below. A “do not want to indicate” option was available for most 
personal items.

5.4.3.1 Personal information

Personal information included participants’ sex, age, education, financial 
worries, and the presence of chronic health conditions. Participants selected from 
“man,” “woman,” or “do not want to indicate” for their sex. Participants were asked 
to enter their age as a number. They selected their highest level of education from 
“high school,” “vocational school/junior college after high school,” “university,” or 
“postgraduate school” for their education. Participants chose the option that best 
described their financial situation: “no worry,” “a little bit worried,” “a lot of 
worries,” or “overwhelming worries” for their financial worries. For their marital 
status, response options were “married,” “never married,” “divorcee,” or “widow or 
widower.” For the presence of chronic health conditions, participants were asked if 
they had any chronic health conditions requiring medical follow-up, with the options 
“yes” or “no.”

5.4.3.2 Work-related information

Work-related information included participants’ employment style and annual 
income (Million Japanese Yen). For their employment style, response options 
included “full-time employee,” “part-time employee,” “entrepreneur,” or 
“executive board member.” Participants selected their income bracket from “below 
1,” “1 to 3,” “3 to 6,” “6 to 9,” “9 to 12,” “12 to 20,” or “20 and more” for their annual 
income.

5.4.3.3 Caregiving context

Caregiving context included coresidence with their primary care recipient, the 
number of care recipients, and the reasons for providing care. Participants were 
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asked if they resided with their primary care recipient, with “yes” or “no” as 
response options for the coresidence question. They were also asked to enter the 
number of people they provided care for. Regarding the reasons for providing care, 
justifying the inclusion of this variable is important.

5.4.4 Primary care recipient information

Primary care recipient information included their sex, age, relationship to the 
participants, and official care need level. For the care recipient's sex, response 
options were “man,” “woman,” or “do not want to indicate.” Participants were asked 
to enter the care recipient’s age as a number. Participants identified who the primary 
care recipient was from the options: “own mother,” “own father,” “spouse,” 
“mother-in-law,” “father-in-law,” “grandparent,” “child and/or grandchild,” 
“sibling,” or “others.” Participants selected the recipient’s official care need level 
under Japan’s long-term care system: “low (more independent),” “moderate,” “high 
(heavily dependent),” or “don’t know.”

5.5 Data analysis

The data analysis was conducted through a multi-step process. The initial stages 
involved descriptive statistics and preliminary analyses to summarize the data, 
evaluate the psychometric properties of the scales, and select variables. The final 
stage was a multiple linear regression analysis to identify predictors of the ASCOT- 
Carer score. Data were analyzed using IBM Statistical Package for the Social Sciences 
(SPSS Statistics) version 29.0.0.0 (IBM, Chicago, IL, USA) for Japanese and HAD 
(version 18), a software package that includes these nonparametric tests [58].

5.5.1 Stage 1: Descriptive statistics and psychometric evaluation

First, descriptive statistics were calculated to summarize the basic characteristics 
of the participants and their care recipients (as detailed in Section 3.4.3). Descriptive 
statistics for the total scores of all measures (ASCOT-Carer and others) were also 
calculated, including the range, median, mean, standard deviation, skewness, and 
kurtosis. To assess the internal consistency of the attachment scale specifically, both 
Cronbach’s alpha and McDonald’s omega were computed. A value above 0.78 for 
Cronbach’s alpha and 0.81 for McDonald’s omega was expected [59].

Second, the psychometric properties of the scales were evaluated. This involved 
examining the response distributions for each ASCOT-Carer item and calculating 
inter-item Pearson’s correlation coefficients. The correlation coefficients were 
interpreted using the following thresholds: limited (0.00–0.25), fair (0.25–0.50), 
moderate (0.50–0.75), or excellent (0.75–1.0) [60].

5.5.2 Stage 2: Variable selection and final regression model

Third, preliminary bivariate analyses were conducted to inform the final model. 
Spearman’s correlation coefficients were computed between the ASCOT-Carer score 
and all other measures to assess the strength of their relationships and to screen for 
potential multicollinearity. The coefficients were interpreted as limited (0.00–0.25), 
fair (0.25–0.50), moderate (0.50–0.75), or excellent (0.75–1.0) [60].
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Fourth, group comparisons were performed to identify significant demographic 
and situational variables. The ASCOT-Carer scores were compared across groups 
using the Brunner–Munzel test (for two groups) and the Kruskal–Wallis H test (for 
multiple groups). Variables that showed a significant association in these tests were 
selected for inclusion in the final model.

Finally, a multiple linear regression analysis was performed. The predictor 
variables included the total scores from the psychosocial measures and the 
significant demographic/situational variables identified in the previous step. As 
a key diagnostic, multicollinearity was formally assessed using the variance inflation 
factor (VIF) and tolerance statistics, which are the reciprocal of the VIF (1 − the 
coefficient of determination: R2). Following established guidelines, VIF values 
greater than 5 and tolerance values lower than 0.2 were considered indicative of 
problematic multicollinearity [61].

5.6 Ethical consideration

This survey received ethical approval from the institutional review board at 
Saitama Prefectural University (No. 2025–082). All procedures were conducted in 
accordance with the Declaration of Helsinki. The recruitment firm provided 
potential participants with a detailed explanation of the survey and its privacy 
policy. Participants indicated their initial agreement to provide information by 
proceeding to the survey. Before final submission, their informed consent was 
reconfirmed by asking them to verify their voluntary participation. As compensation 
for their time, participants received reward points from the firm, which could be 
redeemed for products. To ensure anonymity, the final data set provided by the firm 
did not include any personal identifiers, such as registration numbers or email 
addresses.

6. Results

A total of 1,619 working family caregivers completed the survey. Participants 
were drawn from all 47 prefectures (Japan’s local governments), with the sample 
stratified by population density to ensure geographic representation. The average 
time for survey completion was 16 minutes, and no missing data were detected in the 
final dataset.

6.1 Descriptive statistics and psychometric evaluation

Table 1 details the participants’ personal and work-related information, 
caregiving context, and their care recipients’ information. The sample consisted of 
865 men (53%) and 754 women (47%), with an age range of 19–65 years. The largest 
age group was 50–59 years (45%), followed by 60–65 years (29%). In terms of 
education, 40% had graduated from a university. Regarding their financial worries, 
one-third of participants reported having “a little worry” (33%), “a lot of worries” 
(29%), and “overwhelming worries” (26%). The participants were nearly evenly 
split between married individuals (43%) and those who were single with no marriage 
history (41%). Just over half (54%) of the participants reported having chronic 
health conditions.
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Regarding their employment style, 56% were full-time employees, followed by 
part-time employees (28%). Nearly 38% of the participants chose three to six million 
Japanese yen as their annual income.

Most participants (73%) resided with their primary care recipient, and the vast 
majority (86%) cared for a single individual. For their motivations for caregiving 

Variable %

Personal information

Sex Men 53.43

Women 46.57

Do not want to indicate 0

Age group (years old) 19–29 2.35

30–39 6.18

40–49 17.54

50–59 45.03

60–65 28.91

Do not want to indicate 0

Education High school 28.10

Vocational school/junior college 24.83

University 40.27

Postgraduate school 5.25

Do not want to indicate 1.54

Financial worries No worry 8.03

A little worry 33.48

A lot of worries 29.15

Overwhelming worries 25.51

Do not want to indicate 3.83

Marital status Married 42.80

Never married 40.58

Divorcee 12.54

Widow/widower 1.98

Do not want to indicate 2.10

The presence of a chronic health condition Yes 54.29

No 42.62

Do not want to indicate 3.09

Work-related information

Employment style Full-time employee 56.33

Part-time employee 27.86

Entrepreneur 11.43

Executive board member 4.39
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Variable %

Annual income (million Japanese yen) Below 1 2.10

1–3 12.48

3–6 27.79

6–9 16.37

9–12 10.32

12–20 0.24

20 and more 2.16

I don’t know 10.25

Do not want to indicate 12.29

Caregiving context

Coresidence Yes 73.13

No 26.87

Do not want to indicate 0

Number of care recipients 1 86.04

2 12.29

3 and more 1.67

Motivations for caregiving (Multiple answers) Wish of the care recipient 51.27

Less expensive than nursing homes 37.68

Sufficient support is available 34.47

My own benefits/rewards 28.91

Others 3.27

Do not want to indicate 6.86

Social support I obtain emotional support Yes 51.27

No 48.73

I wish to offer emotional support Yes 37.68

No 62.32

I obtain instrumental support Yes 34.47

No 65.53

I wish to offer instrumental support Yes 28.91

No 71.09

Satisfaction with official services Extremely satisfied 6.24

Satisfied 34.40

Neither satisfied nor dissatisfied 36.26

Dissatisfied 15.07

Extremely dissatisfied 8.03

Care recipients’ information

Sex Men 27.49

Women 72.51

Do not want to indicate 0
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Variable %

Age group (years old) 2–17 0.43

18–64 6.36

65–74 8.40

75–100 84.81

Kinship to caregiver Own mother 63.87

Own father 20.51

Spouse 4.82

Mother-in-law 3.77

Father-in-law 1.73

Grandparent 2.10

Child/grandchild 1.79

Sibling 0.74

Others 0.68

Official care need level* Low 62.08

Moderate 17.11

High 12.66

Don’t know 8.15

Note: *care need level in the long-term care system in Japan.

Table 1. 
Participants’ personal and work-related information, caregiving context, and care recipients’ information (1,619 
working family caregivers with no missing data). 

(multiple answers allowed), the most common response was “wish of the care 
recipient” (51%), followed by it being “less expensive than using nursing homes” 
(38%). Regarding their social support, 51% of them obtained emotional support, and 
38% wished to offer emotional support. Regarding their satisfaction with official 
services, 36% of them chose “neither satisfied nor dissatisfied.” More than 40% of 
them perceived satisfaction (“extremely satisfied” or “satisfied”), while more than 
23% perceived dissatisfaction (“extremely dissatisfied” or “dissatisfied”).

Regarding the primary care recipients, most were women (73%) and were aged 75 
or older (85%). The most common kinship to the participants was their own mother 
(64%), followed by their own father (21%). Regarding the official care need levels, 
62% were classified as “low” (interpreted to be more independent), while 17% were 
“moderate” and 13% were “high” (interpreted to be less independent and needing 
significant help with self-care).

The response distribution for each ASCOT-Carer item is presented in Figure 1. 
The most frequent response option across the attributes was “no need,” ranging from 
43% to 61%. For the attribute of “occupation,” the response options “no need” (39%) 
and “some needs” (40%) were nearly equal in frequency.

Table 2 presents the descriptive statistics for the total scores of all measures. The 
scores for each measure fell within their expected ranges. Notably, some participants 
scored the highest possible scores, while others scored above the established clinical 
cutoffs on certain scales. The internal consistency for all scales was adequate, with 
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Cronbach’s alpha values ranging from 0.83 to 0.94, and McDonald’s omega values 
ranging from 0.85 to 0.94.

Table 3 presents the interitem correlation coefficients in the ASCOT-Carer. 
Correlation coefficients were at fair to moderate levels (all p <0.001).

7. Variable selection and regression modeling

Preliminary analyses were conducted to identify variables significantly associated
with the ASCOT-Carer score. As shown in the correlation matrix in Table 4, the 
scores on the psychosocial measures were correlated with the ASCOT-Carer score at 
fair to moderate levels (all p <0.001).

Occupation

Control over daily life

Looking after oneself

Personal safety

Social participation

Space and time

Feeling supported

7.2 39.2 40.3 12.8

17.9 53.9 23.5 4.8

13.0 47.8 31.0 8.3

17.5 61.2 18.8 2.5

17.3 49.9 26.8 6.1

10.5 47.1 34.3 8.1

8.9 42.7 39.2 9.5

0 20 40 60 80

no  need some needs high-level  need

100

ideal state

Figure 1. 
Response characteristics by question item and response options in the ASCOT-Carer (%) (1,619 working family 
caregivers with no missing data). 

Measure Score MED MEA SD SKE KUR α ω

ASCOT-Carer 0.022–1.000 0.73 0.67 0.25 −0.58 −0.76 0.85 0.88

IKIGAI-9 9–45 24 24.16 7.47 0.31 0.03 0.92 0.92

R-UCLA-3 3–9 8 5.50 1.87 0.30 −0.80 0.85 0.86

K6 0–24 8 8.32 6.22 0.64 −0.21 0.94 0.94

CRA-10 10–50 31 31.22 7.17 −0.00 −0.04 0.86 0.86

WHO-5 0–25 9 10.01 5.72 0.53 −0.19 0.93 0.93

RRS-4 4–12 8 8.49 2.10 −0.04 −0.36 0.83 0.85

Note: ASCOT-Carer = Adult Social Care Outcomes Toolkit for informal caregivers, R-UCLA-3 = The 3-item 
Revised UCLA Loneliness Scale, K6 = The Kessler 6 scale, CRA-10 = the 10-item Caregiver Reaction Assessment, 
WHO-5 = WHO5 Well-Being Index, RRS-4 = the 4-item Relationship Rewards Scale, MED = Median, MEA = Mean, 
SD = Standard Deviation, SKE = Skewness, KUR = Kurtosis, α = Cronbach’s Alpha, ω = McDonald’s Omega, n.a. = not 
applicable.

Table 2. 
Descriptive statistics of the measures (1,619 working family caregivers with no missing data). 
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As shown in Table 5, significant differences in ASCOT-Carer scores were found 
across several demographic groups, including age group, financial worries, marital 
status, and the presence of chronic health conditions. Pairwise comparisons revealed 
that caregivers aged 60–65 had significantly higher scores than those aged 40–49 
(adjusted p = 0.001) and 50–59 (adjusted p <0.001).

In financial worries, caregivers with “overwhelming worries” scored significantly 
lower than all other groups (all adjusted p <0.001). Those with “a lot of worries” 
scored lower than those with “no worry” or “a little worry” (both adjusted p <0.001).

In marital status, caregivers with no marital history scored significantly lower 
than married caregivers (adjusted p <0.001). Regarding the presence of chronic 
health conditions, caregivers with “do not want to indicate” scored significantly 
lower than those with no chronic health condition (p = 0.007). No significant 
differences in scores were found between groups divided based on caregiver sex or 
education level.

Measure 1 2 3 4 5 6 7

1 1.000

2 0.583* 1.000

3 −0.567* −0.464* 1.000

4 −0.577* −0.471* 0.672* 1.000

5 −0.605* −0.524* 0.499* 0.567* 1.000

6 0.688* 0.629* −0.498* −0.573* −0.502* 1.000

7 0.401* 0.365* −0.372* −0.420* −0.534* 0.402* 1.000

Note: 1 = Adult Social Care Outcomes Toolkit for informal caregivers, 2 = IKIGAI-9, 3 = The 3-item Revised UCLA 
Loneliness Scale, 4 = The Kessler 6 Scale, 5 = the 10-item Caregiver Reaction Assessment, 6 = the 4-item Relationship 
Rewards Scale, 7 = the WHO-5 Well-Being Index. 
*p <0.001

Table 4. 
Correlation matrices of scores between measures (1,619 working family caregivers with no missing data). 

Variable 1 2 3 4 5 6 7

1. Occupation 1.000

2. CON 0.556* 1.000

3. LOK 0.569* 0.532* 1.000

4. PER 0.418* 0.362* 0.400* 1.000

5. SOC 0.414* 0.378* 0.385* 0.469* 1.000

6. SPA 0.641* 0.506* 0.587* 0.475* 0.556* 1.000

7. FEE 0.523* 0.400* 0.454* 0.399* 0.551* 0.610* 1.000

Note: CON = control over daily life, LOO = looking after oneself, PER = personal safety, SOC = social participation and 
involvement, SPA = space and time to be oneself, FEE = feeling supported and encouraged. 
*p <0.001

Table 3. 
Interitem correlation coefficients in the ASCOT-Carer (1,619 working family caregivers with no missing data). 
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Variable % Descriptive statistics 
in the score

Group comparison Pairwise caparisons 
(adjusted p-value)

MED Mean SD BM or 
H value

df p-value

Sex Men 53.43 0.738 0.674 0.258 0.609 1 0.543

Women 46.57 0.709 0.670 0.245

Age group (years old)

1. 19–39 8.53 0.810 0.693 0.289 32.866 3 <0.001 2 & 4 (0.001),  
3 & 4 (<0.001)2. 40–49 17.54 0.669 0.642 0.271

3. 50–59 45.03 0.673 0.646 0.248

4. 60–65 28.91 0.810 0.725 0.225

Education

High school 28.10 0.709 0.662 0.257 4.342 4 0.362

VSJC 24.83 0.724 0.684 0.238

University 40.27 0.745 0.678 0.255

POST 5.25 0.672 0.652 0.277

DNW 1.54 0.553 0.606 0.198

Financial worries

1. No worry 8.03 0.910 0.831 0.200 331.832 4 <0.001 4 & 1 (<0.001),  
4 & 2 (<0.001),  
4 & 3 (<0.001),  
4 & 5 (<0.001),  
3 & 1 (<0.001),  
3 & 2 (<0.001)

2. A little 33.48 0.857 0.776 0.191

3. A lot of 29.15 0.709 0.664 0.233

4. OVE 25.51 0.492 0.500 0.255

5. DNW 3.83 0.683 0.650 0.252

Marital status

1. Married 42.80 0.779 0.706 0.245 28.593 4 <0.001 1 & 2 (0.001)

2. NEV 40.58 0.666 0.640 0.256

3. Divorcee 12.54 0.751 0.666 0.256

4. WW 1.98 0.783 0.719 0.249

5. DNW 2.10 0.587 0.623 0.219

The presence of chronic health conditions

1. Yes 54.29 0.709 0.660 0.256 13.992 2 0.001 1 & 2 (0.014),  
1 & 3 (0.033),  
2 & 3 (0.007)

2. No 42.62 0.765 0.695 0.244

3. DNW 3.09 0.573 0.580 0.265

Note: MED = median, SD = standard deviation, BM = Brunner–Munzel test, H = Kruskal–Wallis H test, df = degree of 
freedom, VSJC = vocational school/junior college, POST = postgraduate school, DNW = do not want to indicate, OVE =  
overwhelming worries, NEV = never married, WW = widow/widower.

Table 5. 
Group comparisons of the ASCOT-Carer scores according to the of the caregivers’ personal information. 
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Table 6 details the comparisons for work-related characteristics. A significant 
difference was observed based on employment style. Pairwise comparisons 
indicated that “executive board members” had significantly higher scores than 
both “full-time” and “part-time” employees (both adjusted p = 0.001). No 
significant difference was found between groups divided based on annual 
income.

Comparisons related to the caregiving context are presented in Table 7. 
Caregivers who resided with their primary care recipient had significantly lower 
scores than caregivers who did not (p < 0.001).

Variable % Descriptive statistics in the score Group comparison Pairwise caparisons 
(adjusted p- value)

MED Mean SD H value df p-value

Employment style

1. FTE 56.33 0.726 0.668 0.258 14.490 3 0.002 1 & 4 (0.001),  
2 & 4 (0.001)2. PTE 27.86 0.704 0.668 0.241

3. ENT 11.43 0.714 0.672 0.245

4. EBM 4.39 0.910 0.762 0.254

Annual income (Million Japanese yen)

0–3 14.58 0.699 0.630 0.269 10.061 4 0.039

3–6 27.79 0.754 0.690 0.242

6–9 16.37 0.726 0.684 0.242

9 + 12.72 0.760 0.678 0.273

DNK 22.54 0.692 0.665 0.240

Note: MED = median, SD = standard deviation, H = Kruskal–Wallis H test, df = degree of freedom, FTE = full-time 
employee, PTE = part-time employee, ENT = entrepreneur, EBM = executive board member, 9 + = 9 and more, DNK =  
do not know.

Table 6. 
Group comparisons of the ASCOT-Carer scores according to variables of the caregivers’ work-related 
information. 

Variable % Descriptive statistics 
in the score

Group comparison Pairwise 
caparisons 

(adjusted p- value)
MED Mean SD BM or 

H value
df p-value

Coresidence

Yes 73.13 0.704 0.659 0.254 3.22 1 <0.001

No 26.87 0.804 0.709 0.242

Number of care recipients

1 86.04 0.727 0.676 0.249 1.048 1 0.296

2 and more 13.96 0.702 0.650 0.271
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In motivations for care giving, caregivers who cited “sufficient support available” 
(p < 0.001) or “my own benefits and/or reward” (p < 0.001) as motivations for 
caregiving had significantly higher scores than those who did not cite these reasons.

Variable % Descriptive statistics 
in the score

Group comparison Pairwise 
caparisons 

(adjusted p- value)
MED Mean SD BM or 

H value
df p-value

Motivations for caregiving (multiple answers)

WIS Y 51.27 0.715 0.665 0.250 1.558 1 0.119

N 48.73 0.745 0.681 0.254

LES Y 37.68 0.703 0.651 0.259 2.719 1 0.007

N 62.32 0.738 0.685 0.247

SUF Y 34.47 0.784 0.705 0.246 4.019 1 <0.001

N 65.53 0.699 0.655 0.254

MYO Y 28.91 0.829 0.738 0.239 7.483 1 <0.001

N 71.09 0.679 0.646 0.239

Social support

OES Y 64.98 0.824 0.750 0.216 20.142 1 <0.001

N 35.02 0.520 0.528 0.250

WES Y 73.56 0.795 0.714 0.237 12.212 1 <0.001

N 26.44 0.543 0.555 0.255

OIS Y 48.05 0.845 0.767 0.208 16.761 1 <0.001

N 51.95 0.593 0.585 0.257

WIS Y 79.99 0.775 0.704 0.239 10.427 1 <0.001

N 20.01 0.530 0.546 0.265

Satisfaction with official services

1. ES 6.24 0.970 0.918 0.127 535.51 4 <0.001 1 & 2 (<0.001),  
1 & 3 (<0.001),  
1 & 4 (<0.001),  
1 & 5 (<0.001),  
2 & 3 (<0.001),  
2 & 4 (<0.001),  
2 & 5 (<0.001),  
3 & 4 (<0.001),  
3 & 5 (<0.001),  
4 & 5 (<0.001)

2. Satisfied 34.40 0.910 0.796 0.187

3. NSD 36.26 0.650 0.639 0.220

4. Dissatisfied 15.07 0.520 0.537 0.225

5. EDS 8.03 0.286 0.355 0.248

Note: MED = median, SD = standard deviation, BM = Brunner–Munzel test, H = Kruskal–Wallis H test, df = degree of free
dom, WIS = wish of the care recipient, LES = less expensive than the use of nursing homes, SUF = sufficient support (formal and 
informal), MYO = my own benefits/rewards, Y = Yes, meaning choosing it, N=No, meaning not choosing it, OES = I obtain 
emotional support, WES = I wish to offer emotional support, OIS = I obtain instrumental support, WIS = I wish to offer 
instrumental support, ES = extremely satisfied, NSD = neither satisfied nor dissatisfied, EDS = extremely dissatisfied.

Table 7. 
Group comparisons of the ASCOT-Carer scores according to variables of the caregiving context. 
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In social support, caregivers who cited “I obtain emotional support,” “I wish to 
offer emotional support,” “I obtain instrumental support,” or “I wish to offer 
instrumental support” had significantly higher scores than those who did not cite 
these reasons.

Regarding satisfaction with official services, all pairwise comparisons showed 
significant differences in the ASCOT-Carer scores (all adjusted p < 0.001). 
Caregivers who indicated “extremely satisfied” had significantly higher scores than 
other groups. Caregivers who indicated “satisfied” had significantly higher scores 
than those who indicated “neither satisfied nor dissatisfied,” “dissatisfied,” or 
“extremely dissatisfied.” Caregivers who indicated “neither satisfied nor 
dissatisfied” had significantly higher scores than those who indicated “dissatisfied” 
or “extremely dissatisfied.” Caregivers who indicated “dissatisfied” had significantly 
higher scores than those who indicated “extremely dissatisfied.”

No significant difference was found between groups divided based on the number 
of care recipients (one individual or two or more individuals), or motivation for 
caregiving according to the “wish of the care recipient” or “less expensive than the 
use of nursing homes.”

Table 8 details the comparisons for the primary care recipients’ information. 
Pairwise comparisons revealed that caregivers of recipients with a “low” care need 
level had significantly higher scores than those caring for recipients with “moderate” 
(adjusted p = 0.003) or “high” (adjusted p < 0.001) care need levels. No significant 
score difference was found between groups divided based on the care recipients’ sex, 
age groups, or kinship.

For a more precise variable selection for the regression model, several significant 
demographic variables were recategorized into broader groups. For instance, 
responses of “I do not know” and “I do not want to indicate” were treated as missing 
data for this step. Age was collapsed into “older” (60–65) and “middle-aged” 

Variable % Descriptive statistics 
in the score

Group comparison Pairwise caparisons 
(adjusted p-value)

MED Mean SD BM or 
H value

df p-value

Care recipients’ sex

Men 27.49 0.731 0.673 0.270 0.713 1 0.176

Women 72.51 0.718 0.672 0.245

Age group (years old) in care recipients

2–17 0.43 0.325 0.325 0.219 9.212 3 0.027

18–64 6.36 0.804 0.804 0.265

65–74 8.40 0.726 0.726 0.270

75–100 84.81 0.724 0.742 0.249

Kinship to caregivers

Own mother 63.87 0.730 0.668 0.270 2.619 2 0.270

Own father 20.51 0.714 0.670 0.244

Others 15.62 0.757 0.689 0.260
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Variable % Descriptive statistics 
in the score

Group comparison Pairwise caparisons 
(adjusted p-value)

MED Mean SD BM or 
H value

df p-value

Official care need level* in care recipients

1. Low 62.08 0.771 0.700 0.241 29.824 3 <0.001

2. Moderate 17.11 0.676 0.637 0.262 1 & 2 (0.003),

3. High 12.66 0.603 0.605 0.273 1 & 3 (<0.001)

4. DNK 8.15 0.654 0.643 0.247

Note: MED = median, BM = Brunner–Munzel test, H = Kruskal–Wallis H test, df = degree of freedom. 
*Care need level in the long-term care system in Japan, DNK = do not know.

Table 8. 
Group comparisons of the ASCOT-Carer scores according to variables of the primary care recipient’s 
information. 

(40–59). In financial worries, three groups were recategorized as follows: “no worry 
or a little worry,” “a lot of worries,” and “overwhelming worries.” In marital status, 
two groups were recategorized as follows: “married caregivers” and “never married 
caregivers.” In official care need level, two groups were recategorized as follows: 
“low” and “moderate or high” care need levels.

As shown in Table 9, the score comparisons using these new categories 
confirmed the previous findings. For example, older caregivers had significantly 
higher scores than middle-aged caregivers (p <0.001).

Regarding financial worries, a significant difference was detected. Pairwise 
comparisons confirmed that caregivers with “overwhelming worries” had 
significantly lower scores than those with “no worry or a little worry” (adjusted p  
<0.001) or those with “a lot of worries” (adjusted p <0.001). Caregivers with “a lot 
of worries” had significantly lower scores than those with “no worry or a little 
worry” (adjusted p <0.001).

In marital status, married caregivers had significantly higher scores than those 
who never married (p <0.001). Care givers of recipients with a “low” care need level 
had significantly higher scores than those caring for recipients with a “moderate or 
high” level (p <0.001).

A multiple linear regression analysis with a stepwise method was conducted, 
resulting in three distinct models presented in Table 10. Those models were robust, 
explaining a significant portion of the variance (adjusted R2 >0.63) and showing no 
issues with multicollinearity (all VIF <2.5, and all tolerance values >0.40).

The specific predictors for each model are outlined below. For Model 1, eight 
variables emerged as significant predictors. The selected predictors were higher 
psychological well-being (WHO-5; β = 0.282, p <0.001), higher satisfaction with 
official services (β = 0.271, p <0.001), lower negative reactions to caregiving (CRA- 
10; β = − 0.204, p <0.001), lower psychological distress (K6; β = − 0.144, p <0.001), 
lower loneliness (UCLA Loneliness Scale; β = − 0.100, p <0.001), and the perception 
of obtaining emotional social support (β = 0.088, p <0.001). Additionally, a “low” 
care need level in the care recipients (β = 0.060, p = 0.002) and citing “sufficient 
support” as a caregiving motivation (β = 0.056, p = 0.006) were also significant 
predictors of higher scores.
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For Model 2, seven variables were extracted as significant predictors. The selected 
predictors were higher well-being (WHO-5; β = 0.288, p <0.001), higher satisfaction 
with services (β = 0.221, p <0.001), lower psychological distress (K6; β = − 0.146, p  
<0.001), lower negative reactions to caregiving (CRA-10; β = − 0.134, p <0.001), and 
the perception of obtaining emotional support (β = 0.090, p <0.001). Lower 
loneliness (UCLA Loneliness Scale; β = − 0.095, p = 0.001) and a “low” care need 
level (β = 0.058, p = 0.003) were also significant.

For Model 3, nine variables were identified as significant predictors. The 
predictors were higher well-being (WHO-5; β = 0.264, p <0.001), higher 
satisfaction with services (β = 0.217, p < 0.001), lower negative reactions to 
caregiving (CRA-10; β = − 0.188, p < 0.001), lower psychological distress (K6; β = −  
0.111, p <0.001), lower loneliness (UCLA Loneliness Scale; β = − 0.109, p <0.001), 
the perception of obtaining emotional support (β = 0.087, p <0.001), and a “low” 
care need level (β = 0.065, p <0.001). Finally, a higher score on the IKIGAI-9 scale 
(β = 0.073, p = 0.001) and citing “sufficient support” as a caregiving motivation (β  
= 0.045, p = 0.005) were also significant predictors of higher ASCOT-Carer scores.

8. Discussion

This chapter explored key psychosocial predictors of SCRQoL in working family 
caregivers, representing a first attempt to inform effective support strategies for this 
population.

Variable (valid 
sample)

% Descriptive statistics in 
the score

Group comparison Pairwise caparisons  
(adjusted p-value)

MED Mean SD BM or H value df p-value

Age groups (1,619)

Old 31.60 0.810 0.725 0.225 5.466 1 <0.001

Middle 68.40 0.673 0.645 0.254

Financial worries (1,557)

1. NW 43.16 0.875 0.786 0.194 1 & 2 (<0.001),

2. A lot of 30.31 0.709 0.664 0.233 319.046 2 <0.001 1 & 3 (<0.001),

3. OVE 26.53 0.492 0.500 0.255 2 & 3 (<0.001)

Marital status (1,350)

Married 51.33 0.779 0.706 0.245 4.291 1 <0.001

NEV 48.67 0.666 0.640 0.256

Official care need level*(1,487)

Low 67.59 0.771 0.700 0.241 4.628 1 <0.001

M/H 32.41 0.652 0.623 0.267

Note: MED = Median, BM = Brunner–Munzel test, H = Kruskal–Wallis H test, df = degree of freedom; age groups: old =  
aged 60–65, middle = aged 40–59; NW=no worry and a little worry, OVE = overwhelming worries, NEV = never 
married. *Care need level in the long-term care system in Japan, M/H = moderate and high care need levels.

Table 9. 
Group comparisons of the ASCOT-Carer scores according to variables with group category revisions. 
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8.1 Summary and interpretation of key findings

A key finding was the identification of several consistent predictors of higher 
SCRQoL. Across all models, these included higher psychological well-being, greater 
satisfaction with official services, lower negative reactions to caregiving, lower 

Variable Unstandardized 
coefficients B

Standardized 
coefficients β

p-value VIF Tolerance 
values

Model 1 (R = 0.796, R2 = 0.633, adjusted R2 = 0.630, F = 204.714, p < 0.001, n = 958)

WHO-5 0.012 0.282 <0.001 1.799 0.556

Satisfaction 0.055 0.217 <0.001 1.421 0.704

CRA-10 −0.007 −0.204 <0.001 1.819 0.550

K6 −0.006 −0.144 <0.001 2.461 0.456

R-UCLA-3 −0.013 −0.100 <0.001 2.210 0.452

SS1 0.046 0.088 <0.001 1.303 0.767

OCNL 0.033 0.060 0.002 1.009 0.991

SUF 0.029 0.056 0.006 1.039 0.963

Model 2 (R = 0.794, R2 = 0.630, adjusted R2 = 0.627, F = 231.219, p < 0.001, n = 958)

WHO-5 0.013 0.288 <0.001 1.786 0.560

Satisfaction 0.056 0.221 <0.001 1.416 0.706

K6 −0.005 −0.146 <0.001 2.463 0.406

CRA-10 −0.007 −0.134 <0.001 2.428 0.454

R-UCLA-3 −0.013 −0.095 0.001 2.202 0.454

SS1 0.048 0.090 <0.001 1.301 0.769

OCNL 0.032 0.058 0.003 1.008 0.992

Model 3 (R = 0.769, R2 = 0.633, adjusted R2 = 0.631, F = 283.615, p < 0.001, n = 1,417)

WHO-5 0.012 0.264 <0.001 2.016 0.496

Satisfaction 0.054 0.217 <0.001 1.410 0.709

CRA-10 −0.007 −0.188 <0.001 1.848 0.451

K6 −0.004 −0.111 <0.001 2.323 0.431

R-UCLA-3 −0.015 −0.109 <0.001 2.211 0.452

SS1 0.046 0.087 <0.001 1.332 0.751

IKIGAI-9 0.002 0.073 0.001 1.967 0.508

OCNL 0.035 0.065 <0.001 1.016 0.984

SUF 0.024 0.045 0.005 1.040 0.961

Note: VIF = variance inflation factor, WHO-5 = The WHO-5 Well-Being Index, Satisfaction = satisfaction with official 
services (1 = extremely dissatisfied, 2 = dissatisfied, 3 = neither satisfied nor dissatisfied, 4 = satisfied, 5 = extremely 
satisfied), CRA10 = the 10-item Caregiver Reaction Assessment, K6 = the Kessler 6 scale, R-UCLA-3 = the 3-item Revised 
UCLA Loneliness Scale, SS1 = obtaining emotional social support (1 = no, 2 = yes), OCNL = Official care need level for 
care recipient (1 = moderate or high care need levels, 2 = low care need level), SUF = sufficient support (formal and 
informal) for motivation for caregiving (1 = no, 2 = yes).

Table 10. 
Predictors of the ASCOT-Carer score in working family caregivers. 
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psychological distress, and less loneliness. Other significant factors included 
obtaining emotional support, a lower care need level in the recipient, perceiving 
sufficient support as a motivation for caregiving, and a higher sense of IKIGAI. These 
findings support our initial hypotheses and are consistent with previous ASCOT- 
Carer studies conducted in the UK [14, 15].

Interestingly, no model selected the care recipient’s personal factors (sex and age) 
or the quality of the caregiver-recipient relationship as significant predictors. This 
suggests that future support strategies should focus primarily on the caregivers’ own 
perceptions and psychological states, as these may be effective across different care 
recipient demographics and relationship dynamics.

The significance of cultural norms was also highlighted. In countries with 
caregiving values rooted in Confucianism, working family caregivers are particularly 
vulnerable as they balance family responsibilities with workforce participation [5–8]. 
While familism can be a protective factor, our findings suggest that potential support 
strategies must be culturally congruent, addressing not only practical burdens but 
also the caregivers’ perceptions of purpose, sacrifice, and obligation [62].

8.2 The central role of social support

Social support emerged as a particularly critical factor. Although there is no 
standardized measure for social support specific to Japanese working family 
caregivers, this study used existing methods to demonstrate its importance. 
“Obtaining emotional support” was a consistent predictor in all three models, and 
“availability of sufficient support” was a significant motivator linked to higher 
SCRQoL. This aligns with the “feeling supported and encouraged” domain of the 
ASCOT-Carer itself and reinforces previous findings on the power of social support 
to buffer psychological distress in family caregivers [63–66].

Similarly, satisfaction with services was a strong predictor of SCRQoL. This 
finding may reflect the importance of service quality, which includes factors like 
accessibility, provider attitude, and cost-effectiveness. Future studies should aim to 
disentangle these components to identify which aspects of service quality have the 
greatest impact on caregiver SCRQoL.

8.3 Implications for practice and future research

The findings have clear implications. Previous studies have shown that 
psychosocial and behavioral interventions can improve the QoL for caregivers of 
individuals with cancer, dementia, and amyotrophic lateral sclerosis [67–72]. Our 
results suggest that similar strategies, tailored to working family caregivers and 
focused on enhancing well-being, reducing loneliness, and bolstering social support, 
should be developed. Crucially, the effectiveness of these new interventions should 
be evaluated using the ASCOT-Carer to measure changes in SCRQoL. Future 
research should also aim to identify the specific types and qualities of social support 
that are most effective at easing psychological distress in this population.

8.4 Limitations

While this chapter provides valuable insights, several limitations should be 
considered. Firstly, some measures, like IKIGAI-9 and the Japanese version of the 
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Caregiver Reaction Assessment (CRA-10-J), are culture-specific, meaning the 
selected predictors may not be directly applicable to caregivers in other cultures. 
Secondly, the findings are based on the service model of the Japanese long-term care 
system and may not generalize to countries with different service structures. 
Thirdly, the participants were exclusively family caregivers, so the findings may not 
extend to paid caregivers or those caring for friends and acquaintances. Lastly, 
participants were recruited from a single crowdsourcing firm, and their 
characteristics may differ from caregivers who are not registered with this or any 
similar firm.

9. Conclusion

This chapter successfully identified key psychosocial predictors of SCRQoL in 
working family caregivers. The results underscore that higher SCRQoL is strongly 
associated with a combination of caregivers’ internal resources and external support 
systems. Key internal factors included higher psychological well-being, lower 
psychological distress, fewer negative reactions to caregiving, less loneliness, and 
a stronger sense of IKIGAI. Crucially, external factors like higher satisfaction with 
official services and the perception of emotional and practical support were also 
powerful predictors. These findings provide a vital evidence base for developing 
concrete and effective strategies to support the QoL for this important population.
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Chapter 7

Perspective Chapter: Moving 
Long-Term Care into Home, 
Community and Primary 
Healthcare Settings Amid Resource 
Constraints in Developing Nations
Emmanuel Edet Udontre

Abstract

This work underscores the urgent need for culturally sustainable, integrated 
health and social care systems for the promotion of healthy aging and a better quality 
of life for elders in developing nations. It reveals that the long-term care (LTC) 
system in developing and underdeveloped countries remains rudimentary, with 
elders relying on untrained family members and an under-resourced primary care 
system. The current reliance on costly, less-accepted residential care models and 
tertiary facilities must shift toward community-based solutions that promote aging 
in place, preserve dignity, and maintain independence. The aim of this work is to 
offer valuable insights into systemic gaps and propose the mainstreaming of agedcare 
into the home, community, and primary healthcare system framework because of 
its numerous merits. The key concepts, analysis, and positions presented in this paper 
provide evidence and robust ideas to stimulate discourse on policy direction and 
socio-economic planning that supports healthy aging and longevity despite scarce 
resources in developing nations. This work indicates that LTC of older persons at 
home, in the community, and in primary healthcare settings is not only preferred by 
most elders and families in developing nations but is also cost-effective and easy to 
integrate into already available care structures. The recommendations for 
consideration are the design of eldercare policies that support the integrated LTC 
model with home, community, and primary healthcare components; capacity 
development for care providers – gerontology nurses, personal support workers, 
social care workers, recreational therapists, among others; adequate funding of the 
primary healthcare system; and a focus on health promotion and disease prevention.

Keywords: moving, long-term care, homecare, primary healthcare system, resource 
constraints, developing nations

1      105



1. Introduction

Population aging is a positive development of the twentieth and twenty-first 
centuries, indicating an improvement in longevity better than previous eras, thanks 
to scientific innovation, improvements in health, education, socio-economic 
conditions, and reductions in fertility and mortality rates across the globe (World 
Health Organization [1]). By 2080, seniors who are 65 years or older will outnumber 
youths under 18 globally (United Nations Department of Economic and Social 
Affairs, UNDESA [2]). Aging of the population was first observed in the late 
nineteenth century when France and Sweden were noted as two countries where the 
number of persons aged 65 years and above rose to 7%, the benchmark then used to 
indicate an aging population (Rowland in Cook and Halsall [3]). France began 
experiencing population aging in 1865, and Sweden in 1890. Other countries 
experienced the graying of the population a bit later, such as the UK in 1930 and the 
United States of America in 1944. The Aging index, which is the ratio of elders aged 
65 years or over to 100 youths aged 15 years or younger, is currently used as an 
indicator of population aging. It is projected that by 2030, countries in Europe will 
have aging index of 100, meaning there will be more elders than every 100 younger 
people aged 15 years and under in their population (National Research Council (US) 
Panel on a Research Agenda and New Data for an Aging World [4]). Experts in 
population studies and gerontology have repeatedly noted that although population 
aging began in developed nations in the middle of the twenty-first century, it has 
intensified in developing and less developed nations. In the next three decades, 
Africa, Asia, and Latin America – most of which are developing economically will be 
home to the largest population of elders (UNDESA [5]; Taylor and Powell [6]; 
UNDESA [7]). Some developing African and Asian nations have large populations 
with a significant segment of youths and young adults but are experiencing 
“gerontogrowth,” indicating an increase in older persons aged 60 years and above in 
the population, with population aging approaching faster than some of these nations 
may imagine (Francisco [8]; Francisco [9]). Gerontogrowth and population aging 
are trends that call for a series of actions by governments, economic planners, health 
and agedcare system designers and managers, as well as families and communities. 
According to the World Health Organization (WHO) [10]; [11], at least 75% of older 
persons will need long-term care (LTC) at some point in their life course, including 
assistance from others to manage basic activities of daily living such as bathing, 
dressing, and eating. Moreover, globally, 142 million seniors (14% of the world 
population) living in 42 nations constitute the number whose LTC needs are unmet. 
An analysis of the above indicates the huge challenge facing developing nations amid 
their dwindling economic resources. The number of older persons aged 60 years and 
over in Africa in 2022 was about 78 million and is projected to more than double to 
about 165 million by 2050 for countries south of the Sahara (United Nations 2022 in 
World Bank [12]; WHO [13]). If 75% of the elders in Africa will need LTC, this 
means there are about 58 million elders currently, and in the next two decades, 
approximately over 123 million elders for whom the LTC system should be prepared 
to cater. According to the Asia Pacific Report on Population Aging 2022, the absolute 
number of older persons aged 60 years and over in Asia is approximately 
469,000,000 and is expected to double to about 1.3 billion by 2050 (United Nations, 
Economic and Social Commission for Asia and the Pacific (ESCAP) (2022) [14]). 
Seventy-five percent (75%) of that number is approximately over 135 million, and by 
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the next two decades, close to a billion. In most developing nations, the LTC system 
is either absent or rudimentary, and the primary healthcare system is very weak. As 
a result, the only available option is for hospitals to be utilized for acute, chronic, and 
LTC. However, the comprehensive LTC needs of older persons can hardly be met 
using this model. Therefore, developing nations should prepare LTC systems and 
structures, as well as the human resources, to care for about three-quarters of the 
population of older persons in their nations. This is without prejudice to the fact that 
the remaining 25% will still also need some services as senior citizens with full rights. 
The work involved in developing and sustaining LTC for these numbers of elders in 
middle- and low-income countries is enormous. As noted by WHO [15], Akingunola 
et al. [16], and Jeyasingam et al. [17], older persons utilize healthcare services more 
than younger persons. Many have more than one chronic ailment, consult multiple 
medical practitioners, and are on multiple medications. Some elders require multiple 
admissions due to acute conditions and need several follow-ups. This is against the 
backdrop that, although illness is not inherently part of the aging process and 
younger people can and do have chronic illnesses, noncommunicable diseases, 
multimorbidity, and comorbidities are more prevalent among older persons, hence 
the higher need for palliative and LTC. This is in addition to other physical, 
emotional, psychological, socio-economic, and spiritual needs.

The developed countries have responded to these needs by developing different 
formal, regulated LTC models, some of which have been in existence for decades and 
are constantly reviewed to improve their efficiency (Australian Government 
Department of Health, Disability and Ageing [18]; NHS England Digital - Adult Social 
Care Activity and Finance Report 2023–24 [19]). The Active Ageing Index (AAI), 
which indicates the capacity for older persons to lead active lives and contribute to 
socio-economic development, has continued to improve for most developed countries 
(United Nations Economic Commission for Europe [20]). The situation is not the 
same for most developing nations. The basic structures for LTC are unavailable. LTC 
of older persons is considered a responsibility of the family. Care is provided by 
informal, untrained carers, who are relatives, mainly young women, and the next 
facility for care is the hospitals – secondary and tertiary or specialty centers – which 
constitute the formal care setting. The primary healthcare system in most developing 
nations is weak, with inadequate staff and services. The community networks and 
support once relied upon have disintegrated. Family caregivers face material resource 
constraints, lack of caregiving knowledge, and opportunity costs such as missed 
education and employment opportunities. This reliance on family care perpetuates 
poverty and hinders socioeconomic development, especially for women and girls, and 
sometimes results in elder abuse and neglect.

The situation is succinctly stated by the WHO below:

Worldwide, the number of older people requiring care and support is increasing 
rapidly. At the same time, the proportion of younger people who might be able 
to provide this care is falling, and women, the traditional caregivers within 
many families, are already filling, or aspiring to, other social and economic 
roles. As a result, the assumption that families alone can meet the needs of older 
people with significant losses of capacity is outdated and neither sustainable nor 
equitable (World Health Organization [13]).

In a captivating article, “Ageing in developing countries, who cares?”, Thaver 
[21], drawing from his experience as a Professor of Community Health, vividly 
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painted a picture of agedcare in a developing Asian country and concluded by noting 
that the challenge at hand in that nation is the increasing incidence of 
noncommunicable diseases and chronic ailments among senior citizens, leading to an 
increasing need for LTC. He further noted that the situation, though unaddressed 
appropriately, could have been better handled if there were strong advocates in the 
country who not only understood the magnitude of the challenge but also had the 
political clout to point out to policy makers, economic planners, and other 
stakeholders the cost-effective and viable solutions for implementation in order to 
promote healthy aging and a better quality of life. The above scenario is not far from 
what is occurring in most developing nations and rural communities of Africa, 
Asia, Latin America, and the Caribbean (World Bank [12], United Nations (ESCAP) 
[14], Cadmus, Adebusoye, Owoaje [22]). The writer, a gerontologist, gerontology 
nurse, and community/public health practitioner, having cared for older persons in 
clinical and community/public healthcare settings in and outside Africa and 
currently involved in building capacity in this field, was motivated when the 
opportunity arose to share some ideas on the above subject. This is an attempt 
toward advocate for the LTC of older persons using age-friendly environments, 
culturally acceptable, cost-effective, and sustainable models in resource-constrained 
settings. The main aim is to offer insights into systemic gaps in developing countries 
and propose the mainstreaming of agedcare into the home, community, and 
primary healthcare system framework because of its numerous merits in low- 
resource settings, such as proximity, acceptability, minimal cost for execution, 
support, and aging in place. It will also provide evidence and stimulate discourse on 
policy direction and socio-economic planning based on systems that support healthy 
aging and longevity in developing nations.

1.1 Long-term care

LTC “encompasses activities undertaken by others to ensure that those with 
a significant ongoing loss of physical or mental capacity can maintain a level of 
ability to be and to do what they have reason to value, consistent with their basic 
rights, fundamental freedoms, and human dignity” (WHO [23, 24]). LTC is 
defined as “a variety of ongoing health and social services provided for 
individuals who need assistance on a continuous basis because of physical or 
mental disabilities. Services can be provided in an institution, the home, or the 
community, and include informal services provided by professionals or agencies” 
(Institute of Medicine in Kar [25]). LTC involves services designed to meet, on 
a long-term basis, the health, physical, emotional, psychological, spiritual, 
personal, and social care needs of individuals. It is necessary to state at this point 
that LTC could be for individuals of any age, depending on their functional 
ability, health status, limitations, or disabilities. These could include children, 
adults living with disabilities, or older persons. The aim of LTC is to help 
individuals who need support to care for themselves live as independently and 
safely as possible. The point of need usually starts when the individual can no 
longer perform everyday activities on their own. However, this discourse is in the 
context of LTC for older persons. LTC for older persons focuses on care that 
meets the needs of seniors who cannot care for themselves independently. It is 
often referred to as agedcare, eldercare, senior care, gerontology care, or 
gerontology nursing. Nursing as a profession has tried to reduce the use of the 
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term "geriatric nursing" and prefers "gerontology nursing" or "gerontology care" 
because it focuses on the comprehensive needs of older persons, which could 
include bio-physical, medical or health, social care, support services, housing and 
living arrangements, economic, and environmental support services, as opposed 
to being limited to just healthcare. The goal of LTC for older adults is the 
maintenance of healthy aging and the promotion of a better quality of life. This 
is a complex issue and not as straight forward as it appears. The bouquet of 
services must be provided by a multidisciplinary team through multisectoral 
collaboration (Touhy and Jett, 2014) [26]). The services and interventions could 
range from addressing physical, health, social, and spiritual needs, among others. 
A consistent and significant message from the field of aging over the years is 
that the above range of services cannot be achieved using the hospital setting 
alone but through a combination of various models, depending on the needs of 
individuals. When LTC facilities are used, it should be only when necessary. 
Moreover, no matter the models used, consideration should be given to the issues 
of quality, cost, acceptability, dignity, independence and autonomy, integration 
of care, and sustainability. Some developed countries that initially started with 
hospital-based LTC have reviewed, remodeled and moved to residential LTC and 
nursing home settings. Still, in these countries, there is a growing demand and 
shift to home and community care, as seen in Australia, Canada, China, Japan, 
and the UK (Australian Government Department of Health, Disability and 
Ageing [18]; Australian Institute of Health and Welfare [27]; Yue, Xiang, Li [28]; 
Ikegami [29]; Health and Social Services [30]). The questions that the 
governments of developing and underdeveloped nations should answer are: why 
are nations that experienced population aging over a century ago, and even some 
who had the experience more recently, opting for home and community-based 
agedcare services? Moreover, what model of LTC do older persons in developing 
countries prefer? Which model would be most culturally acceptable, affordable, 
and sustainable? Why did the concept of “aging in place” emerge? (Rosenwohl- 
Mack et al. [31]; Graybill et al. [32]). Largely, some studies have provided 
direction regarding various models, their merits, and demerits. When the issues 
of quality, client satisfaction, accessibility, acceptability, sustainability, dignity, 
autonomy, choice, individualized person-centered care, and integration of 
health and social care across the whole continuum of care along the life course are 
satisfied, among others, then that would be considered a good option (WHO 
[33,34] Gibson et al. [35]; Kok et al. [36]). In developing an LTC system that will 
be affordable, accessible, and sustainable, developing nations must bear the 
socio-economic dimensions in mind. Would it be better to build such a system 
around huge mega-structures that would only be sited in a few cities, or around 
already existing structures such as homes, primary healthcare facilities, and 
community centers? These nations should bear in mind that the aging trajectory is 
not really in favor of most elders. The aging process and the changes associated 
with it, though neither linear nor universal, depend on various extrinsic and 
intrinsic factors and cumulative advantages or disadvantages over the life course, 
putting elders in these regions at a socio-economic disadvantage (WHO [11]; 
Amarya et al. [37]). Thus, the type of LTC system that should be developed must 
be easy to use, close by, cheap, and convenient, to put it simply.
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1.2 Developing and underdeveloped nations in context

In this paper, the World Economic Situation and Prospects (WESP) of 2024 
criteria for the classification of countries was adopted (UNDESA [38]). WESP 
grouped the nations of the world into three categories: developed, emerging 
economies or economies in transition, and developing nations. The developing 
nations, based on the WESP classification, are countries in Africa, Eastern Asia 
(excluding Japan), Western and Southern Asia, Latin America, and the Caribbean. 
The per capita gross national income (GNI) is also used by WESP to divide nations 
into high-income, upper-middle-income, lower-middle-income, and low-income 
categories. In this discussion, reference to developing nations refers to lower-, 
middle-, and low-income countries, as well as developing and underdeveloped 
nations. Most developing nations are grappling with issues such as high infant and 
maternal mortality, poverty, economic instability, conflicts in some cases, weak 
health systems, the absence of or rudimentary agedcare systems, as well as the 
disintegration of family and community support networks. Eldercare is not being 
given adequate attention amid these various challenges (UNDP [39]; WHO [23]). 
These nations, though not identical, have socio-economic, geopolitical, and 
environmental circumstances that are not too far apart. Some, however, have made 
gigantic strides socio-economically in recent years.

2. Literature review

2.1 Aging and agedcare: Ancient yet with modern lessons

Aging, agedcare, gerontology, and geriatrics are ancient sciences with a modern 
history, offering numerous lessons for present and future generation(s). Starting 
from “Eugeria” or “successful ageing” of Aristotle, then “Gerocomie” or “the 
science of treatment of old people” of Celsus and Galen, to Geriatrics of Ignatz 
Nascher and Gerontology of Elie Metchnikoff, these fields have evolved 
significantly. From great foresight to the numerous biological, psychological, and 
social theories of aging, the lessons have been clear: the strength of youth will not 
remain the same in later life, but adjustment and resilience are possible. The 
message is aging is a process, a developmental stage in life, with benefits and 
potential if elders are adequately cared for to maintain their functional abilities. In 
the later years of life, the social and economic resources for some individuals may 
change, requiring that they be supported (Abdi et al. [40]). The lessons from the 
field of aging continue: older persons have general, specific, and varied needs, 
and they do not respond in the same way as youths and adults in health and illness, 
and so they deserve well-thought-out interventions. Aging can be “accelerated or 
decelerated” depending on the interplay of “positive and negative factors” as well 
as “intrinsic and extrinsic” phenomena and processes. Daily habits, nutrition, 
and activities can affect aging positively if healthy, and negatively if the reverse is 
the case (Haupt et al. [41]; Dhanjal et al. [42]). Aging is unique for everyone; 
therefore, elder care must be person-centered. Individuals are bio-psychosocial 
beings operating dynamically within an ever-changing society. Hence, 
interventions for older persons should not only be individualized but also family- 
focused, culturally acceptable, and provided in nonrestrictive, age-friendly 
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environments that promote autonomy, dignity, and healthy aging without 
“biomedicalization” of old age (WHO [10]; Jonsson [43]).

Providing comprehensive care based on the needs of the individual in 
a qualitative, coordinated, efficient, safe, affordable, and sustainable manner is what 
will ensure a better quality of life for older persons (WHO, [24, 11, 44]). Eldercare 
needs are varied and depend on the individual, functional ability, and society, and 
could range from physical, emotional, psychological, social, economic, spiritual, 
and environmental (Touhy and Jett, [26]). Senior citizens who enjoy healthy aging 
would have the physical ability and mental and cognitive alertness to serve in 
a variety of ways as elder statesmen, leaders, mentors, coaches, managers, and 
teachers, passing on valuable knowledge, skills, and experiences to the younger 
generation. Using their expertise, they could promote societal growth and socio- 
economic development. This, however, could only happen if they enjoy a measure of 
good health and functional ability that would enable them to do the things they 
desire and enjoy doing. The challenges would arise if no socio-economic policies and 
appropriate planning have been put in place to respond to the aging trend through 
the provision of lifelong health promotion, health maintenance, and disease 
prevention services and programs (Advanced Home Health Care, [45]). Adverse 
circumstances could also occur if integrated ways of managing chronic ailments and 
providing social care for older persons in need are not put in place. The same would 
be the case if agedcare is not cost-effective, affordable, culturally acceptable, and 
sustainable (WHO, [1]; Crawford, Stoye, and Zaranko, [46]). Aging-related 
challenges that could occur range from elder abuse and neglect, unmet health and 
social care needs, overwhelming of the acute care sector, social hospitalization, 
unhealthy aging, poor quality of life among older persons, and poor economic 
development. The above principles should form part of the discourse by developing 
nations charting a way forward for a suitable, LTC system that would promote the 
wellbeing of their older persons. LTC of elders should be part of the national 
economic strategic plan and should take a life course approach such that no one is left 
out. It should not be based on humanitarian grounds or out of sympathy.

In the United Nations Principles for Older Persons, adopted by the General 
Assembly Resolution 46 of 1991 and the General Assembly Resolution 37/51 of 1982, 
key issues concerning older persons, which were highlighted to be addressed in 
a systematic manner, were: independence, participation, health and social care, 
aging with self-fulfillment, and dignity. Building on and referring to other 
international policies, plans, covenants, and conventions, the UN called on all 
member nations to ensure appropriate policies, structures, and strategies are put 
in place to provide an enabling environment for older persons to enjoy healthy aging, 
better quality of life, care, and protection in order to thrive and continue benefiting 
and contributing to the society which they have worked so hard to build as young 
people and adults (UN General Assembly Resolution [47]; 1982 [48]). The First 
World Assembly on Ageing focused on strengthening the capacities of countries to 
address issues related to aging such as research, data, education and training, and 
sectors that have to do with health and nutrition, housing, environment, income 
security, and welfare (United Nations [48]). Interestingly, the Second World 
Assembly on aging built on and expanded the plan of the first. The focus was on 
ensuring older persons are supported to remain active and participate in national 
development, “advancing health till old age,” and promoting an “age-friendly 
environment” (United Nations [49]).
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The UN Decade of Healthy Ageing (2021–2030), aimed at improving health 
equity and the lives of older persons, their families, and communities through 
a collaborative and multisectoral approach, has reechoed the above facts. The key 
messages from the various assemblies on aging and international plans were 
summarized by the WHO under the call to action, which is very clear:

changing how we think, feel and act towards age and ageism; developing com
munities in ways that foster the abilities of older people; delivering person-centred 
integrated care and primary health services responsive to older people; and 
providing older people who need it with access to quality long-term care  
(WHO [10])

The focus, therefore, for developing and underdeveloped nations, and indeed 
the whole world, should be the promotion of functional abilities of seniors, 
integrating health and social care with the primary healthcare system serving as 
a hub or focal point for the provision of flexible, acceptable, quality, sustainable 
agedcare close to where older persons live. Ensuring that the issues of cost and access 
are addressed so that all elders who need LTC receive it. The public health issue of 
concern, according to the WHO [11], is that at least 75% of older adults will require 
assistance or LTC for basic daily activities at some point in their lives. Worldwide, 
around 142 million older adults, about 14% of the population across 42 countries, 
have unmet LTC needs (WHO [11]). This is the challenge that all nations must 
address, especially the developing and underdeveloped nations.

Agedcare or LTC, at its inception, has always been considered the responsibility 
of the family. Humanitarian agencies only stepped in to help after realized how 
overwhelming the situation was. Subsequently, the government responded by 
setting up a formal framework for agedcare. Hospitals have traditionally been 
designed for acute care; however, as older persons were admitted for acute and 
sometimes chronic diseases, they often ended up staying longer due to their multiple 
noncommunicable or long-term ailments, limitations, disabilities, and associated 
LTC needs. Some studies revealed that caring for older persons with chronic illnesses 
in hospitals was costly and not a sustainable model (Akingunola et al. [16]; Barajas- 
Nava et al. [50]; Flaherty et al. [51]). These studies indicated that complications 
arising from prolonged hospitalization would further increase the cost of care in 
hospitals. This model was, at times, inconvenient for older persons and their care 
givers. The LTC needs outside the traditional healthcare services, which hospitals 
were designed for, were not met, leading to dissatisfaction. This situation also often 
resulted in the blocking of bed spaces intended for acute care. The outcomes for 
clients were not better; rather, some adverse effects were observed, including 
hospital-acquired infections, stiffness of the joints resulting in poor mobility, and the 
absence of comprehensive agedcare services due to the fast pace of activities in acute 
care settings, among others (WHO [15]; Denham [52]). Based on these findings, 
recommendations were made for older persons with chronic conditions to be cared 
for in specialized or designated hospitals with trained physicians, nurses, and 
personal care support workers to deliver comprehensive management, palliative 
care, health and social care, and support services (Flaherty et al. [51]). It was against 
this background that the design of home and community-based LTC started 
receiving attention. Most developed countries that responded to the challenges of 
providing LTC to older persons are still tackling major issues in the sector to promote 
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inclusivity and sustainability. These include issues of cost, choice, human resources, 
and quality, as seen in the United Kingdom and the United States of America 
(Crawford et al. [46]; State of New Jersey Department of Banking and Finance [53]). 
The studies mentioned above did not suggest that home or community care would be 
outrightly cheaper, but they highlighted several points. First, if chronic diseases 
are identified early and treatment is instituted in a timely manner, complications 
could be reduced, thereby saving treatment costs. Secondly, when health promotion 
and disease prevention strategies are adopted early enough by older persons, most 
chronic ailments could be avoided. When a chronic ailment has been diagnosed and 
treatment started, appropriate palliative care and education on self-care can be 
instituted without frequent recourse to hospitals. To implement these strategies, the 
home-community-primary healthcare system becomes the most viable option.

2.2 Moving LTC into homes and communities in developing 
and underdeveloped nations

There is no one-size-fits-all LTC system for older persons. LTC models vary and 
depend largely on the functional ability of the individual needing care, the 
environment, and available resources. These could include residential care facilities, 
respite care, nursing homes, assisted living arrangements, and hospital-based care. 
Models that utilize home, community, and primary healthcare systems for health and 
social care, appropriately linked to secondary and tertiary hospitals for acute care 
when necessary, have been advocated based on identified benefits over hospital-based 
long-term or purely residential care facilities (WHO [15, 11]). Homecare involves the 
provision of healthcare and social care services or medical supplies directly to 
individuals in their residences in the community (National Clinical Homecare 
Association [54]). Community-based LTC provides a critical link between the home 
and community in the continuum of integrated LTC care. Community-based services 
include respite care, recreation, social networking, information dissemination, 
training and education, health check-ups and screening, as well as the provision of 
consumables. The primary healthcare system could play an important role as the 
formal care hub through which agedcare activities around the home and community 
revolve, serving as the first entry point for primary agedcare, provision of 
consumables, appliances, support services, training and education, check-ups and 
screening, as well as assessment. It can provide support for community centers and 
formal and informal carers. An integrated LTC system that is provided at home and in 
the community with formal care givers, professional health and agedcare personnel, 
supported by trained informal carers, has been advocated and successfully 
implemented by many developed nations and some emerging economies. Examples 
include Sweden, which focuses on the training and support of informal care givers, 
and countries like Australia, Japan, the UK, and the USA, which provide home and 
community agedcare services supported by the government, to name a few.

The basic question that should be answered is: who should decide on the type of 
LTC model to use? The older persons themselves would be the forthright answer for 
many, and rightly so, if the individual has the capacity to do so. If not, recourse to 
the advanced care directive would provide the necessary guidance. Considerations 
such as the choice of the elders themselves and their families, society, culture, 
environment, and availability of a home, among others, usually determine the 
option. The community, social networks available, amenities in the home, and 
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accessibility to home-based care packages, among other factors, are issues that older 
persons may likely consider in making a choice, as indicated in Figure 3 below by 
Mah et al. [55].

In this work, an attempt will be made to highlight the LTC models of choice 
preferred by elders across various developing and a few developed countries.

Therefore, for home and community agedcare services to succeed, they must be 
properly organized and coordinated, and the required personnel must be available. 
This will ensure that nurses, personal care support workers, geriatricians or 
community physicians, and other therapists are readily available to provide health 
and social care, adequate nutrition, and physical and emotional support to elders in 
their familiar environment (Bakerjian [56]).

2.3 Efforts in some emerging and developing economies toward modifying LTC

Some emerging economies as China and Brazil have shown that a more grassroot 
centered approach that addresses LTC from the home, community, and primary 
healthcare approach holds a lot of advantages in terms of cost, flexibility, proximity 
to the older persons and their family as well as acceptability. The Brazil’s health and 
social care systems are organized and coordinated across the local government 
authorities and implemented using the structures of the primary healthcare system 
to effectively reach older persons with LTC (Lloyd-Sherlock, Giacomin and Sempé 
[57], Aredes et al. [58]. China, though overwhelmed initially rose to the occasion by 
developing community based agedcare system to provide lifelong education and 
comprehensive LTC for older persons using community-based structures and 
resources (Yue et al. [59]).

For some developing countries in Africa, significant changes have occurred, and 
more are expected in the future if the tempo is sustained. South Africa, Seychelles, 
and Mauritius have developed long-term systems with social security that are 
ongoing. These countries have made progress in developing LTC systems, 
including rights-based legal frameworks, government-funded services, and 
monitoring mechanisms. However, challenges such as unmet demand, financial 
sustainability, and workforce shortages persist. Seychelles has the highest life 
expectancy in Africa and the highest percentage of elders in the population in 
Africa, courtesy of its sound eldercare social support system. Some forms of 
agedcare in Kenya and Ghana are also being implemented. Kenya’s private nursing 
agencies and South Africa’s Rand Aid are models of LTC that integrate family 
involvement, person-centered care, caregiver training, and health service linkages, 
but they remain limited in scale and accessibility. Nigeria, with the largest 
population in Africa of about 220 million and an absolute number of seniors aged 
60 years and above of over 10 million (4%), just started about four years ago laying 
the foundational structures for the care of older persons following the 
establishment of the National Senior Citizen Centre (NSCC) [71] – an agency of the 
Federal Government – in May, 2021. Under the auspices of the NSCC, some 
teaching hospitals with geriatric departments have been supported to start training 
geriatric social support workers, personal support workers, and caregivers. Efforts 
are under way toward the construction of senior centers for community-based 
eldercare services in the six geopolitical regions and then in all state capitals. This is 
intended to catalyze the construction of similar centers in the 774 local government 
authorities and subsequently in every community through a public-private 
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partnership. This will be a quantum leap forward if achieved (National Senior 
Citizen Centre [60]).

The Nursing and Midwifery Council of Nigeria (NMCN) has developed a very 
comprehensive curriculum in gerontology nursing for the specialty education of 
registered nurses as gerontology nurses. In early 2024, the NMCN granted 
accreditation to the first Gerontology Nursing Programme at the University of Benin 
Teaching Hospital, Benin City, Edo State, Nigeria. This is not only the first of its 
kind in Nigeria but also in Africa, south of the Sahara, excluding South Africa. 
Curricula for Post graduate studies in Gerontology Nursing are also ready for 
universities with the capacity to take them up (NMCN [61]).

2.4 Considerations for moving LTC from hospital to home, community, and 
primary healthcare settings: the way forward

Having set the above background, the model of LTC be provided for older 
persons whether they are living with or without disabilities cannot be the same 
across any country. What should concern policy makers, health planners and 
managers as well as health and agedcare professionals is the model of care that is 
acceptable, accessible, that would guarantee the wellbeing, satisfaction, better 
quality of life, dignity and independence of older persons. The basic issues that must 
be addressed to achieve this include: development of appropriate comprehensive 
eldercare policy backed up by legislation, designing of integrated LTC of system, 
utilization of data, capacity development- training of professionals, formal and 
informal caregivers, reactivation of the primary healthcare system and incorporation 
of eldercare services and healthy ageing programs.

Eldercare policy framework should be linked with the health policy and should 
operate within already existing systems and structures to avoid duplication or 
redundancy. Issues to be addressed should be comprehensive, including health and 
social care, elder abuse redress mechanisms, home modification and living 
arrangements, training and flexible engagement, age-friendly environments, sustainable 
financing models, support for informal care givers, coordination, governance issues, 
data utilization, monitoring, and evaluation, among others, as highlighted in Figure 4.

The aging curve, though not universal, is associated with peculiar needs that must 
be addressed in a comprehensive and well-coordinated manner if elders are to live 
longer, remain active, and functional, and contribute their wealth of experience and 
knowledge to building society. Challenges such as declining functional ability, 
multimorbidity, and comorbidities could either be prevented or properly managed 
with robust, well-coordinated, and regulated health and agedcare systems that focus 
on disease prevention and health promotion, as well as integrate care and social 
support from the home to community centers through to primary healthcare 
facilities and hospitals when necessary. Posthospital care could be provided at 
respite centers, residential care facilities, or nursing homes when required. The 
older person can also be discharged directly to their homes if home-based and 
community-based care services are optimal, resulting in the maintenance of social 
connectivity with family and friends, reduced chances of loneliness, healthy aging 
and a longer life span. An integrated continuum of LTC should be the direction to 
pursue (WHO, [23]). Integrated care for older persons has been the globally 
encouraged approach because of its numerous benefits. However, integrated LTC for 
older persons cannot be complete without the home and community structures. The 
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Integrated Care for Older People (ICOPE) approach is the provision of a continuum 
of health and social care services required by older persons in a coordinated and 
nonfragmented manner through a range of appropriate models in a flexible and 
person-centered way (WHO [34]; Halter et al. [62]). The care could be provided at 
home, at the community level, at the primary healthcare level, in respite care, or in 
residential care, if necessary, as indicated many years ago, as shown in Figure 5.

Data holds a prime place in the planning and implementation of LTC. The number, 
gender, distribution, and age ranges of older persons, their respective locations, living 
arrangements, and available support are just some of the data that would be very useful 
for the central government, states, and local government authorities. Utilizing data for 
planning, implementation, and monitoring would contribute to success.

Education and continuous training of all personnel required for the provision of 
agedcare or LTC is a necessity. It does appear that many elders in developing nations 
receive care from informal caregivers. Therefore, training informal caregivers and 
supporting them with some allowances from the government would be a very 
innovative approach to cutting costs while improving the quality of home- and 
community-based LTC care. There can be no LTC without human resources.

The primary healthcare system in most developing nations is weak, with the primary 
healthcare system lacking requisite infrastructure, personnel, equipment, and services 
(Chizoba et al. [63], Udontre et al. [64]). In some studies conducted in Oyo State, 
Nigeria, from 2021 to 2023, using six local government areas to determine the quality of 
life of older persons in these counties as well as the responsiveness of the primary 
healthcare system to the healthcare and social support needs of older persons, it was 
found that only 2 out of the 12 primary healthcare centers had designated monthly clinic 
days for services and programs targeted at older persons. In a quasi-experimental study 
involving 468 elders aged 50 years and over, at least two health education sessions 
were conducted for elders brought together in the 12 primary healthcare centers in the 6 
local government areas. The focus was on physical exercise, healthy nutrition, avoidance 
of harmful habits such as alcohol abuse, smoking, taking unprescribed medicines and 
local products, adequate sleep, recreation, and regular medical check-ups. 
Postintervention assessment after a period of six months indicated improvement in 
healthy habits (Udontre et al. [76]). Most of the older persons expressed willingness to 
attend the clinics in the primary healthcare centers if such services were available, 
noting that they previously lacked knowledge and information on health necessary for 
their self-care and wellbeing (Udontre et al.[65]). For LTC to be effective, the PHC 
structures must be made functional to serve as the first point of care and services after 
the home and to provide linkage between the home and community.

3. Models and conceptual frameworks that support transitioning LTC 
to home, community, and primary healthcare settings

There are numerous models and conceptual frameworks that support the 
effectiveness, efficiency, safety, sustainability, and suitability of home- and 
community-based LTC for older persons. Most of them support comprehensive 
eldercare and the integration of care across acute, subacute, and LTC settings along 
the life course in age-friendly and familiar environments.

The elements indicated in Figure 1 highlight the multifaceted nature of factors 
contributing to healthy aging, better quality of life, and longevity, which must be 
addressed by a responsive eldercare system. The home, community, and primary 
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healthcare settings provide an environment that supports comprehensive agedcare 
services.

As indicated in Figure 2, several factors influence utilization of home care by 
elders based on the location, socio-cultural and environmental circumstances.

The innovative community-based eldercare system shown in Figure 3
demonstrates how digital literacy, health promotion activities, culturally acceptable 
social engagement, health screening, treatment, and utilization of ICT can be utilized 
to promote healthy aging in China. It is a model that could be studied, adapted, 
and used by developing countries based on their socio-economic circumstances. 
Health education, health screening, and behavioral interventions are key modalities 
for positively influencing knowledge, attitudes, habits, and practices in favor of 
healthy aging and wellness among older persons.

The policy framework in Figure 4 indicates that, for home and community-based 
care to be successful, the government must support it with appropriate policy and 
legislation. Consideration must be given to the governance structure, funding, 
human resources, and sustainability.

Figures 5 and 6 show that the integrated LTC model has been promoted over 
a long period. Halter et al. [62] wrote on it in 2016 indicating that homecare, acute 
care, subacute and LTC should be properly integrated to avoid segmentation and to 
ensure continuity of LTC and balance in the use of each component. In 2021, the 
WHO came up with the concept of integrated continuum of LTC. The basic 
components are similar with that of Figure 5, with some additional elements, 
showing that this model supports the principles of equity, accessibility, affordability, 
human dignity, and person centeredness.

Figure 1. 
Elements of healthy aging as developed by Patricia Hess (Touhy and Jett, [26]).

Perspective Chapter: Moving Long-Term Care into Home, Community and Primary Healthcare… 
DOI: http://dx.doi.org/10.5772/intechopen.1013830

13117



4. Presentation and analysis of key findings from some studies 
in developing nations indicating older persons LTC preferences

Aging in place is the preference across many developing nations, as evidenced by the 
widespread choice of home- and community-based care by older persons, as shown in 
Table 1 above. In the African setting and most Asian countries, residential care for older 
persons is not generally a welcome idea because it involves removing the older person 
from their home, relatives, neighbors and familiar surroundings. Home and family care 
are consistently preferred by older persons in Africa due to cultural norms of filial piety, 
dignity, and emotional support. This preference was observed in studies conducted in 

Figure 3. 
An example of community-based social healthcare practices in China for healthy aging (Menhaset al. [66]). 

Figure 2. 
Socio-ecological framework model indicating factors that influence the utilization of homecare services by older 
persons (Mah et al. [55]).
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Nigeria, Kenya, South Africa, China, and Vietnam (Cadmus et al. [22]; Mussie et al. 
[68]). Some studies in three developed economies – conducted in the USA, UK, and 
Japan – indicated that a large percentage of elders preferred home and community-based 
care. In a US study of 2,826 adults aged 50 years and above, 77% of adults preferred 

Figure 4. 
Policy framework for the implementation of long-term care (O’Keefe [67]).

Figure 5. 
Integrated model of care for older persons (source: Halter et al. [62]).
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Figure 6. 
Framework for achieving an integrated continuum of long-term care (World Health Organization [11]).

Country/ 
region

Year of study Sample Key finding (preferences) Sources

Nigeria 
(Oyo 
State)

2023 1,180 community- 
dwelling older per
sons (aged 60 years 
and over)

Majority preferred to receive long- 
term care at home with family sup
port; institutional care was the least 
preferred.

[22]

Eastern 
Africa 
(Ethiopia, 
Kenya, 
Tanzania, 
Uganda)

2022 (scoping 
review)

Review of 45 stu
dies on older per
sons’ care

Found family and home-based care 
were the dominant and culturally 
accepted models; institutional care 
was viewed as abandonment.

[68]

China Chinese 
Longitudinal 
Healthy Longevity 
Study, 2018

Majority of the elders and their 
families reported a preference for 
home-based care. Community hospi
tals and primary health centers are 
utilized due to a shortage of formal 
caregivers.

[69]

China 
(Jiangsu 
Province)

2024 Cross sectional 
survey

870 older persons 60.11% preferred home-based care, 
while 13% preferred residential care

[70]
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Country/ 
region

Year of study Sample Key finding (preferences) Sources

Vietnam Data of Vietnam 
Aging Survey

4,002 elders aged 
50 years and above, 
out of which 2,798 
were 60 years and 
above were sur
veyed across 12 
provinces in 6 
zones.

Care of older persons is mainly pro
vided by family members and rela
tives: 42.44% by spouses, 43.13% by 
daughters, 37.04% by sons, 34.67% by 
daughters-in-law, and 19.38% by 
granddaughters.

[71]

Latin 
America 
and the 
Caribbeans

Analysis and report 
by experts from the 
Pan-American 
Health 
Organization, the 
United Nations, and 
the Inter-American 
System

Data on long-term 
care and services in 
the Latin America 
and Caribbean sub
region indicates 
that Argentina, 
Brazil, Uruguay, 
and Chile have 
some innovative 
public and social 
care programs.

Many Latin American and Caribbean 
countries lack an LTC system for 
dependent older people regulated by 
a national policy. Care is mainly home- 
based. 
Argentina: 77% of elderly individuals 
are cared for by family members, 
while 3.4% are cared for by specialized 
care workers. 
Uruguay: 82% of care is provided by 
unpaid care givers, and 58.9% is pro
vided by family members. 
Brazil: 35.1% of elders aged 50 years 
and above who need LTC receive it 
from family (94.1%), 72.1% of whom 
are females.

Pan 
[72]

Table 1. 
Presentation and analysis of key findings from various studies in developing nations indicating older persons’ LTC 
preferences. 

home-based care. Japan has shifted its focus from providing on LTC in large geriatric 
centers to supporting older adults to age in place whenever possible (AARP [73]; Age 
UK [74]; Ukawa et al. [75]). Apart from homecare, community services also strengthen 
aging in place and are preferred. These services have been linked to improved wellbeing 
when available. In countries deeply entrenched in the cultural belief that family 
members should care for their older relatives out of the philosophy of filial piety and 
respect, most family members have little or no capacity in terms of knowledge, skills, and 
economic power (Kyeong et al. [76]). Therefore, there is a need to train more formal care 
givers as well as informal care givers to improve the quality of care that elders receive 
in home and community-based care settings.

5. Summary

History is there to teach us about the past, so we can navigate the future with wisdom 
without repeating previous mistakes. In the early days of LTC, older persons were left 
to the care of families and charitable agencies. Later, various residential care facilities 
were developed for the long-term care of older persons, including nursing homes, 
assisted living, and hospice. After a series of evaluations and reviews, home- and 
community-based care has been adopted by many nations because of its numerous 
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benefits, especially supporting aging in place, proximity, acceptability, accessibility, and 
affordability.

The range and degree of LTC required for various older people would vary depending 
on their environment, functional ability and unique physical, emotional, psychological, 
and cognitive abilities as well as the networks available. The basic issues such as a 
supportive environment, education on adequate nutrition, leisure and entertainment, 
adequate sleep, adherence to treatment regimen where applicable, promotion of healthy 
lifestyle and habits, education on self-care could be achieved at home, community and 
primary healthcare settings with little cost on the part of the service providers and the 
recipients of care. Other services such as medical/health checks, palliative care, care of 
activities of daily living can be incorporated, coordinated and provided at affordable rates 
at the home-community-primary healthcare settings. A public health system with 
interventions focused on disease prevention and health promotion, age friendly 
environment, healthy nutrition, leading of active life as well as lifestyle modifications 
should be designed, and the primary healthcare facilities should be used as a hub and focal 
point for reaching out to older adults and their families and homes. Capacity 
development and training of personnel such as personal support workers, carers, 
geriatric social workers, gerontologists, gerontology nurses, geriatricians, occupational 
or recreational therapists, among others must be pursued vigorously because there would 
be no care without the personnel with the right competencies. Training and 
remuneration of informal carers as done in Sweden, one of the foremost countries to 
experience ageing, is a lesson for developing nations. If informal caregivers are trained 
and supported with some allowances and placement on flexible employment, then a huge 
gap in human resource would be filled since most LTC in developing countries take 
place at home. The development of appropriate comprehensive eldercare policy backed 
up by legislation, the design and implantation of integrated LTC system, utilization of 
data, capacity development- training of professionals, formal and informal caregivers, 
reactivation of the primary healthcare system with incorporation of eldercare services 
and healthy ageing programs are viable steps to be taken in developing nations going 
forward.

6. Conclusion

The available body of evidence supports the fact that older persons in most 
developing nations depend on family members for LTC. However, many adult 
children have left their homes for foreign countries or urban cities due to push and 
pull factors and are not available to provide care. Young women, who were 
traditionally family caregivers, are now taking up full-time employment, and 
community structures have disintegrated due to the absence of extended family 
systems. Informal caregivers are neither trained nor supported, the formal regulated 
agedcare system is still at a rudimentary stage, and the primary health system, which 
is supposed to be the first gate way to care, is dysfunctional and under-resourced. 
Under these circumstances, hospitals, which are meant to be acute care center have 
become hubs for both acute and chronic ailments. Older persons often spend months 
in hospitals, some meeting the end of their lives surrounded by nurses and doctors 
in uniforms rather than family members. There are no parting words to the children 
left behind at death because they are not present in the first place. This scenario 
must change in developing nations if older persons in need of LTC are to enjoy better 
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quality of life, independence, dignity, autonomy, and appropriate social support 
until the very end of life. Home- and community-based LTC would enhance the 
involvement of family and friends in care promote independence, autonomy, and 
comfort due to the maintenance of attachment to a familiar environment. Home- and 
community-based care also fosters connectivity with loved ones. The comfort of 
one’s home can promote wellbeing, and it is cheaper and more sustainable than LTC 
in residential care facilities and hospitals. In providing care for older persons, the aim 
should be to continue adding good health to long life by delivering quality, 
accessible, acceptable, affordable, integrated, and sustainable LTC that promotes 
healthy aging and a better quality of life. Governments in developing nations should 
be proactive in designing and implementing appropriate eldercare policies backed 
by legislation and funding. Reactivating the primary healthcare system and 
integrating eldercare services into homes and community centers are essential steps 
to be taken. Capacity development for formal care providers and training and 
support for informal caregivers are necessities. The work has been laid out for 
developing and underdeveloped nations, courtesy of gerontogrowth and population 
aging and the time to act is now.
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Perspective Chapter: Juxtaposing 
the Courtesy Stigma of Mental 
Illness and Family Caregiver Role 
Strain
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Abstract

Caregiving is a complex role requiring one to juggle multiple and often competing 
demands. Caregivers of individuals with mental illness face various challenges, such 
as meeting their loved ones’ needs, managing their behaviour when they are not 
mentally stable, and dealing with feelings related to courtesy stigma associated with 
mental illness. While family caregivers are the main source of support for those with 
mental illness, the burden they endure can be overwhelming, especially since their 
strain is further intensified by the courtesy stigma these families encounter. Stigma 
results in social distancing and insufficient support, which has numerous adverse 
effects and can impact their quality of life, including financial strain, isolation due to 
limited time for leisure and socializing, shame, guilt, and more. Therefore, 
understanding how caregiver role strain intersects with the courtesy stigma of mental 
illness is vital to ensure that caregivers’ unique needs, experiences, and challenges are 
recognized, enabling the development of more effective support services.

Keywords: family caregiver experiences, role strain, stigma, strategies for support, 
mental illness, caregiving

1. Introduction

A significant number of individuals with moderate to severe mental illness struggle
to fulfil daily responsibilities due to impairments in cognitive and social skills, which 
greatly affect their quality of life [1]. Consequently, many suffering from mental illness 
depend on their family members for support, as these caregivers play an essential 
informal role in helping with everyday tasks. Nonetheless, this assistance can result in 
caregiver role strain (CRS). Caregiver strain, whether objective or subjective, has 
negative consequences for caregivers, especially those caring for family members with 
chronic psychiatric conditions requiring long-term care [2]. Subjective burden mainly 
pertains to carers’ personal feelings developed during caregiving, whereas objective 
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burden is characterized by events or activities linked to negative caregiving 
experiences [3]. Individuals with chronic mental illnesses like dementia and 
schizophrenia require continuous long-term support and care, and their caregivers 
tend to have the lowest quality of life [4]. Caregivers must juggle various roles and 
responsibilities while monitoring their loved ones’ symptoms, which can negatively 
impact their health, quality of life, social connections, and finances. Caregivers of 
people with chronic mental illnesses such as schizophrenia often experience stress 
from continuous caregiving responsibilities, even during remission, as well as social 
exclusion by their communities [5]. Although the family remains a key support for 
individuals with mental illness, this challenge is worsened by social exclusion 
stemming from courtesy stigma linked to mental illness, which these families 
face [5–7].

While the family unit continues to be a fundamental source of strength for those 
with mental illness, the challenge is further intensified by the courtesy stigma 
associated with mental illness that these families encounter [7]. Stigma refers to a 
social phenomenon in which individuals perceived as having inferior qualities by the 
public face negative treatment and inequality [8–10]. Historically, stigma associated 
with mental illness has persisted throughout literature from medieval times to the 
present [8, 11]. This negative stereotyping, labelling, and discrimination not only 
targets people with mental illness (PMI) but also their family members due to their 
close association or courtesy stigma [7]. Courtesy stigma amplifies family CRS, 
eroding the families’ social support networks.

2. Mental illness and stigma

2.1 Understanding mental illness

The understanding of the cause of mental illness has been the subject of contentious 
debate throughout history. Literature records divergent viewpoints, showing how 
people’s perceptions of mental illness are influenced by time, culture, and civilization. 
Plato, in ancient Greece, was among the first to attempt to define mental illness, which 
was conceived as reason aided by temper and ruling over passion [12]. On the contrary, 
Hippocrates adopted a more physicalist approach, explaining mental phenomena and 
all aspects of human experience in terms of physical processes and entities. According 
to Hippocrates, different mental conditions are a result of various imbalances between 
types of “humours.” However, in other regions of the world, mental illness was viewed 
as caused by supernatural forces, such as possession and sorcery, and treatment 
involved acts such as exorcism and purging. During that period, society widely held the 
belief that individuals grappling with psychiatric disorders or displaying unusual 
behaviours were under the malevolent influence of demons or were suffering divine 
retribution from God or the pantheon of gods for their transgressions. This pervasive 
outlook painted a vivid picture of torment and spiritual struggle, where the afflicted 
were often viewed not as victims of illness, but as pitiable souls trapped in a battle 
against supernatural forces or celestial judgment for their sins.

Pre-existing beliefs about the causes of mental illness influence a caregiver’s 
perceptions of the caring experience and determine the kinds of attitudes they later 
adopt [7, 13]. This is because beliefs shape perceptions of encountered situations and 
guide actions taken, thereby affecting emotional outcomes. If the caregiver believes 
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that mental illness in a relative is a result of punishment for their own misdeeds, they 
might feel guilt and stress, which can significantly worsen their role burden [7, 13, 
14]. As a result, the caregiver, seeking to compensate for what they see as their 
misdeed, may become overly involved in the care – even in difficult situations where 
they need assistance. Caregivers holding such beliefs put much time and effort into 
caring for their family member with mental illness, trying to compensate for what 
they believe are their wrongdoings or actions to appease their ancestors [7]. These 
caregivers may experience guilt and shame, often neglecting their own needs and 
health. Others may feel overwhelmed by these beliefs to the point of failing to 
provide adequate care. Moreover, this view perpetuates stigma, which attributes 
blame and shame, thereby becoming a significant barrier to treatment [7, 13, 14].

Wilhelm Griesinger, a nineteenth-century German physician, was the first to 
declare mental illness as a brain illness [15]. He significantly impacted modern 
perceptions of mental illness and was a pioneer in community-based care for 
psychiatric patients at a time when most were confined to asylums in remote rural 
areas. Griesinger suggested integrating these patients into society and proposed that 
short-term treatment for acutely ill individuals could take place in city-based 
asylums connected to general hospitals. The significant advances in science, such as 
brain imaging over recent decades, have bolstered biological psychiatry and helped 
solidify the understanding of mental disorders as brain illnesses [16]. The 
predominantly biogenetic approach to understanding mental illness has become 
dominant, shaping the perspectives of mental health professionals and influencing 
public campaigns aimed at improving attitudes towards the mentally ill.

2.2 Courtesy stigma of mental illness: A double-edged sword

The stigma associated with mental illness acts as a double-edged sword, offering 
both challenges and unintended social consequences. While advancements in science 
have greatly enhanced the understanding of the causes of mental disorders, 
supernatural explanations continue to be invoked to account for abnormal 
behaviours [7]. Perspectives that attribute mental illness to demonic possession, 
divine punishment, or other misconceptions stemming from a lack of understanding 
contribute significantly to the stigma surrounding mental health. This stigma 
manifests as prejudicial attitudes and discrimination against individuals 
experiencing mental disorders and their families [7]. The stigma experienced by 
families of individuals diagnosed with mental illness is referred to as courtesy stigma, 
stigma by association, or family stigma [17]. Goffman [18] introduced the concept of 
courtesy stigma, which refers to the negative effects faced by those associated with 
individuals who carry a stigma. This is particularly relevant for family members of 
individuals with mental illness, who often suffer prejudice and discrimination due to 
their association. Family members and caregivers of those with mental health 
conditions often confront the challenges associated with this phenomenon, which 
can significantly impact their social interactions and emotional well-being [7, 13]. 
Therefore, courtesy stigma impacts not only the diagnosed individual but also their 
family, influencing how they are perceived and their experiences. This form of 
stigma may cause family members to feel ashamed of their relationship with 
someone facing mental health issues. Consequently, these caregivers and family 
members may be inclined to withdraw from social interactions to avoid potential 
judgment or stigma from others [7, 17].
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Families dealing with courtesy or family stigma often experience both public and 
self-stigma, adversely affecting their quality of life. Public stigma, often known as 
social stigma, arises when society supports stereotypes regarding mental illness and 
discriminates against individuals based on these beliefs [19]. Self-stigma occurs 
when individuals who are targets of stigma internalize this prejudice, leading them to 
accept and reinforce society’s negative stereotypes about themselves [20]. The 
phenomenon of courtesy stigma varies significantly among families situated in 
diverse contexts. This variation can be attributed to the distinct stereotypes that 
communities hold regarding mental illness, which are influenced by their specific 
sociocultural contexts [21]. Different communities enact varying degrees of stigma, 
affecting the experiences of families dealing with mental illness and contributing to 
the social dynamics surrounding these issues. Understanding these contextual 
differences is crucial for addressing the stigma and supporting affected families 
effectively.

3. Intersection of CRS and courtesy stigma

Stigma is a complex social construct that describes how people seen as having 
inferior qualities are treated negatively and unfairly [18]. Goffman pioneered the 
study of stigma in the 1960s, describing it as an attribute that profoundly discredits 
an individual, rendering them tainted and devalued [18]. Negative stereotypes, 
labels, and discrimination are not only directed at PMI but are often extended to 
their family members through their association with them [7, 22]. Some scholars 
have argued about the effects of power dynamics on marginalized communities. One 
key scholar, Crenshaw, introduced the concept of intersectionality in 1989 to 
examine how power and oppression affect individuals with multiple marginalized 
identities [23]. This framework elucidates how intersecting social identities shape 
distinct experiences of both discrimination and privilege. Examining these 
complexities provides a nuanced understanding of societal dynamics and systemic 
inequalities [23]. Therefore, understanding how CRS intersects with the courtesy 
stigma of mental illness is vital to ensure that caregivers’ unique needs, experiences, 
and challenges are acknowledged, allowing for the creation of more effective support 
services.

Caregiving is a complex role that involves juggling multiple, often competing 
demands [14]. Research highlights the difficulties faced by caregivers of individuals 
with mental illness, including the challenge of maintaining control and meeting their 
loved ones’ needs, while also coping with feelings of shame and distancing caused by 
the courtesy stigma associated with mental illness [7, 14]. Research shows that caring 
for PMI significantly affects the mental and physical health of family caregivers. It 
also influences their ability to handle caregiving stress, increasing their risk of 
developing health issues like depression and hypertension [14]. Having a family 
member with a mental illness often heightens the pressure on caregivers to manage 
various aspects of their loved one’s life, including financial, personal, and household 
matters. This can significantly amplify the overall caregiving burden [14, 24]. 
Additionally, family caregivers offer patients emotional and physical support, but 
they also must deal with the physical and emotional toll of the patient’s disruptive 
behaviours, which can disrupt daily routines and limit their ability to participate in 
normal social activities [25]. Caregivers tirelessly supervise their mentally ill loved 
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ones, struggling to balance the demands of caregiving with their own daily lives, 
which involve juggling multiple responsibilities at once [24]. Consequently, there is 
growing concern about their ability to handle and cope with the mounting 
responsibilities and demands.

Adding to the complexity of caregiving for an individual with a challenging and 
occasionally more difficult condition to manage at home is the fact that CRS is 
further exacerbated by the courtesy stigma they frequently encounter. This can lead 
caregivers to feel guilty due to courtesy stigma related to mental illness, which is a 
significant concern. This stigma often results in a lack of supportive social networks 
for caregivers [7, 14].

To this end, the growing recognition of family caregivers’ needs has led service 
providers and governments in many countries to invest in programs and support 
initiatives aimed at helping caregivers manage the stress associated with their 
responsibilities [26].

3.1 How stigma amplifies CRS

Many family caregivers of PMI suffer in silence because of courtesy stigma, 
often fearing that their relationships, job status, or reputation could be in jeopardy 
should they disclose that they have an association with someone diagnosed with a 
mental illness. This can exacerbate their caregiving role strain, causing them to be 
less likely to seek treatment, resources, or take action to seek support for their 
mental well-being.

4. Leininger’s transcultural nursing theory in dealing with stigma  
and CRS

The stigma surrounding mental health is not a colossal entity but manifests 
differently across cultures, influenced by diverse societal values, beliefs, and norms 
[21]. Therefore, it is crucial to comprehend these cultural diversities in order to 
develop culturally sensitive and effective interventions. Leininger’s theory of 
Culture Care Diversity and Universality is appropriate for culturally competent care 
because it includes social structures such as kinship, cultural history, politics, 
economics, religion, lifespan values, philosophy of living, and geo-environmental 
factors that influence cultural care [27]. This theory was developed in the early 1960s 
by Madeleine Leininger and is one of the few nursing theories explicitly related to 
culture care [27]. Family caregivers of PMI have the right to receive support and care 
that respects their lives and cultural values, which aligns with the guiding principle 
of Leininger’s theory of transcultural nursing [27]. The goal of this theory is to 
promote and sustain the well-being and health of a population, which aligns well 
with incorporating this theory into culturally competent care and support for family 
caregivers of PMI to encourage coping and improve the quality of care [27]. Applying 
transcultural nursing theory enhances cultural competency, which can prevent 
illnesses and disabilities in caregivers of PMI. This is achieved by addressing 
caregiver burden and courtesy stigma through culturally competent nursing care, 
leading to more welcoming and knowledgeable support.

Leininger’s Sunrise Model provides a visual framework that can aid nurses in 
applying critical thinking and their nursing practice to incorporate culture and social 
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structure in providing non-stigmatizing and culturally competent care for families 
and caregivers of individuals with mental illness [28]. The theory consists of three 
core modes of culture: culture care preservation or maintenance, culture care 
accommodation, and culture care re-patterning and restructuring [27]. Healthcare 
providers who integrate the three modes of culturally competent care can deliver 
safe, therapeutic, and meaningful care to diverse cultures. Increasing healthcare 
providers’ understanding of how the courtesy stigma of mental illness intersects with 
CRS can guide preventive and promotional efforts using Leininger’s theory of 
transcultural care. Thus, enhancing healthcare providers’ ability to understand how 
to address, meet health needs, and support caregivers of PMI fosters culturally 
congruent care that aligns with Leininger’s theory.

When applying Leininger’s Transcultural Nursing Theory to the care and support 
of families of caregivers for PMI, the focus can be on both emic and etic care 
knowledge. Leininger introduced emic care, which involves understanding culture 
from an insider’s perspective, and etic care, which is an objective, external view [28]. 
Emic knowledge comes directly from cultural informants because they understand 
and practice support and care within the framework of their cultural beliefs and 
value systems [27]. On the contrary, etic care knowledge is derived from 
perspectives outside beliefs and values that are non-indigenous [27]. Thus, as posited 
by Leininger [27], healthcare providers can offer culturally competent care practices 
entrenched in emic and etic care values to maximize health and wellness, reduce 
culturally related stresses caused by role strain and courtesy stigma of mental illness, 
promote activities that ease role care burden, and improve quality of life. 
Furthermore, healthcare providers can gain more knowledge from available 
community resources, training, and through their experiences in supporting or 
caring for family caregivers of people living with mental illness, which is directly in 
line with the transcultural nursing theory.

5. Coping mechanisms for caregivers

The identification of effective coping strategies to lessen CRS in caring for PMI is 
indispensable. The significance of managing stress and the use of coping strategies 
cannot be overemphasized. Coping strategies consist of the behavioural and 
cognitive efforts to minimize, endure, or manage external or internal demands, as 
well as to ease the consequences of stress [29]. This encompasses the approaches and 
methods employed by individuals confronted with unpleasant or stressful 
circumstances, with the intention of either addressing those challenges effectively or 
ineffectively [30]. Literature indicates that family caregivers of PMIs usually grapple 
with engaging in appropriate coping strategies when faced with adverse situations 
[31]. Additionally, it has been discovered that family caregivers of PMIs tend to rely 
on ineffective coping strategies, exposing them to the risk of developing mental 
health problems and heightened stress levels.

The family caregivers of PMIs engage in both efficient and maladaptive coping 
strategies to deal with their challenges [32]. The diverse coping strategies are 
categorized into two classes: emotion-focused and problem-focused strategies [33]. 
Problem-focused coping entails practically addressing the stressor or problem by 
employing problem-solving skills to eliminate or weaken the stressor from the 
atmosphere. This involves coming up with solutions such as using effective 
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communication skills to amend inauspicious circumstances, searching for 
information, considering the advantages and disadvantages, and taking decisive 
action [34]. Problem-focused coping strategies have been conventionally associated 
with improved mental and physical health, as well as reducing CRS, leading to 
enhanced patient coping [35].

Providing care to a person with mental illness can be emotionally and physically 
challenging, predisposing family caregivers to, among other issues, fatigue, muscle 
injuries, and exhaustion. Family caregivers engage in various approaches to mitigate 
CRS, one of which is engaging in exercise and physical activities, which have a 
positive bearing on the mental and physical well-being of family caregivers caring for 
PMI [36]. Moreover, family caregivers of PMI engage in counselling activities to 
achieve a decent and stable mental state to perform the caregiving role proficiently 
[14]. Additionally, they experience an ominous need for positive feelings relating to 
the recovery of their loved ones diagnosed with mental illness. The quest for 
professional counselling from qualified personnel is one of the central steps towards 
dealing with the strain of caring for a person diagnosed with mental illness [37]. 
Family caregivers who participate in stress management training tend to experience 
heightened levels of positive emotions [38].

Engaging in peer support groups is one of the critical essentials that aid family 
caregivers in coping with the strain of the caregiver role [39]. Peer support networks 
substantially enable family caregivers to share their challenges associated with 
caregiving and acquire knowledge about mental health issues [39]. Support groups 
are conducted in various arrangements and are intended to encourage social 
interaction for caregivers and those living with mental illness under their care, 
eventually improving their quality of life [14].

Family caregivers of PMI usually grapple with the demands of their caregiving role. 
To mitigate this, they need to access information to aid in bridging the knowledge gap 
on mental health. Precisely, they need information about the patient’s diagnosis, 
prognosis, and how to manage their condition. Research indicates that understanding 
issues surrounding mental illness is closely associated with the quality of life for 
caregivers. Furthermore, insufficient knowledge can lead to heightened feelings of 
caregiving role strain, while a profound understanding can assist caregivers in 
appreciating their loved one’s mental health issues and accepting the situation. 
Providing psychoeducation can assist caregivers by equipping them with information 
about the condition, psychological support, strategies for managing it, and techniques 
for coping with stress. This, in turn, can enhance their caregiving skills, strengthen 
their capacity to care, and lessen the burden of caregiving.

Although problem-focused activities’ intention is to confront the matter head-on, 
emotion-focused coping is more about alleviating the caregiving burden that often 
comes with stress and comprises a broad range of strategies. People might isolate and 
distance themselves, shift blame, express themselves to others, meditate, or exercise. 
When confronted with circumstances that cannot be changed, individuals are more 
likely to engage in emotion-focused coping strategies rather than problem-focused 
coping strategies. Meanwhile, less effective emotion-focused strategies necessitate 
caregivers to manage their emotional response to stress through behaviours such as 
resignation or avoidance [34]. Several factors appear to influence caregivers’ 
preferences for one coping strategy over another. In terms of emotional focus, 
individuals who interpret the situation differently without changing their actual 
circumstances, such as those who use resignation, coercion, or avoidance rather than 
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changing their circumstances, are thought to struggle more and have a higher relapse 
rate when dealing with stressful situations [40].

6. Advocacy and awareness

Living with mental illness attracts stigma, which makes the experience worse 
than the condition itself [41]. The mental health stigma does not end with the 
patients diagnosed with the disorder but also extends to their caregivers. Stigma is an 
undesirable way of labelling individuals or a group of people excluded from society 
because of psychological, physical, or perceived differences [42]. This phenomenon 
places people living with mental illness and their caregivers in a stereotypical group, 
and the discrimination they experience hinders them from seeking clinical 
intervention [43]. The importance of tackling interventions to address mental illness 
stigma cannot be overemphasized because of the severity of its consequences, rather 
than simply reflecting on stigma manifestations and their effects. Over the past few 
years, as a way of actively alleviating stigma surrounding mental illness, the research 
focus has shifted to managing the stigma through intervention programs [44].

Extant literature emphasizes managing mental illness stigma through programs 
that involve people with lived experiences of the stigma, specifically the people 
living with mental illness and their caregivers [41]. The focus has shifted from 
programs representing mental health professionals, as they are seen as driving the 
mental health services agenda instead of prioritizing the welfare of the people with 
lived experiences [45]. Corrigan [46] argues that the effectiveness of programs 
addressing stigma related to mental illness depends on the collaboration between 
mental health professionals and people with lived experiences, as it allows 
unswerving or parasocial interactions between the affected individuals and the 
public. Shahwan [41] indicates that the views of PMI and their caregivers on 
addressing stigma can be broadly classified into four categories: advocacy, 
educational awareness campaigns, social contact, and legislative reform.

6.1 Advocacy

The mental health advocacy concept was established not only to promote the 
human rights of PMI but also to mitigate the stigma and discrimination attached to 
the illness [47]. Advocacy is crucial in that it serves as the voice for the voiceless, 
such as PMI, giving them a platform to strengthen public services, mobilize and 
activate communities, and hold government officials accountable [48]. Furthermore, 
it has been described by mental health experts as a strategy to facilitate the 
accomplishment of treatment goals within the patient’s context. Advocacy 
encompasses numerous actions aimed at overcoming the primary structural and 
attitudinal barriers to achieving positive mental health outcomes in society [47]. 
Advocacy has been praised for its orientation towards both protecting negative 
rights and promoting positive rights [49].

6.2 Educational awareness campaigns

Awareness campaigns through public education can be an instrumental strategy 
in dismantling information distortions about mental disorders. It is an appealing 
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approach to mitigating mental health stigma as it targets misconceptions and the lack 
of awareness, while at the same time fostering understanding of mental disorders 
through the provision of information [21]. [50, 41] suggested that young people are a 
target group for instructional interventions due to the increasing life pressures they 
encounter, the potential they possess to shape the future, and the opportunities that 
school environments offer for implementing interventions using a mastery 
approach. However, raising awareness among the general population can be 
conducted in various ways, although particular attention should be drawn to the 
likely problems that may emerge with media strategies due to their sensational 
presentation of stories [41].

6.3 Social contact

Public direct social contact with PMI and their family caregivers has the potential 
to significantly improve public attitudes towards mental disorders [51]. Many people 
in society have formed negative attitudes towards individuals with mental disorders 
because of the stereotypes surrounding these conditions, as they have never had 
close personal interactions with them [41]. Direct social contact can be facilitated 
through various approaches, including indirect, imagined, and direct contact. These 
methods are often employed to reach large numbers of people, as they are easy to 
disseminate and scale up, especially in massive campaigns [52].

6.4 Legislative reform

Legislative reforms aim to prevent all forms of discrimination, provide reasonable 
accommodations in areas such as education, employment, and housing, and enhance 
protections for individuals with mental illnesses [53]. Thus, safeguarding that PMI 
can enjoy the rights and freedoms granted by legislation and access remedies for 
unjust guidelines and policies.

6.5 Policy implications – supporting caregivers in a stigmatized context

Policy for caregivers of PMI is important, especially in the context of stigma, to 
address the courtesy stigma of mental illness, characterized by discrimination and 
feelings of guilt that heighten CRS. The policy can help in advocating for the 
necessary resources to support and empower caregivers. Policies can address 
systemic barriers that hinder effective support, helping caregivers avoid isolation, 
navigate complex systems, foster resilience, and reduce the burden of caregiving role 
strain.

7. Conclusion

The intersection of stigma and CRS is a complex feedback loop in which 
discrimination and societal prejudice against the mentally ill and their caregivers 
affect caregivers, leading to negative outcomes such as stress, over-caring to 
compensate for guilt, and isolation. Families dealing with courtesy or family stigma 
often experience both public and self-stigma, which adversely affects their quality of 
life. Public stigma, often called social stigma, arises when society supports 
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stereotypes about mental illness and discriminates against individuals based on these 
beliefs [54]. Examining the complexities arising from the intersection of CRS and 
courtesy stigma can provide a nuanced understanding of societal dynamics and 
systemic inequalities, serving as a foundation for understanding the unique needs, 
experiences, and challenges of caregivers, thereby informing the development of 
better and more effective support services [23].
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Edited by Wilson Abreu

This volume presents a strategic blueprint for the future of Long-Term Care (LTC) that 
transcends conventional analysis to offer a cohesive, actionable vision. It synthesizes 

global insights to argue that the prevailing crisis is not one of resources alone, but 
of paradigm. The obsolete, reactive model must be replaced by a proactive, holistic 

ecosystem built on four non-negotiable pillars: the strategic empowerment of informal 
caregivers as co-producers of health; the expansion of LTC scope to include behavioral 

health and life-course prevention; deinstitutionalization as a systemic optimization 
strategy; and cultural competence as a fundamental design principle. This is more than 
an academic critique; it is a call for co-creation. Going through the chapters, the reader 

will conclude that the book provides the evidence and innovation, from community-
based caregiver training to integrated primary care models, necessary to operationalize 

this shift. We invite you, the reader, whether policymaker, practitioner, or scholar, to 
engage critically with these arguments. Move beyond diagnosis to solution. Let this 
book be your catalyst for designing systems that are both scientifically robust and 

deeply human, capable of honoring dignity across the lifespan. The transformation 
begins with turning this page.

José Antonio Mirón Canelo, Public Health Series Editor
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