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1   |   Introduction: Chronic Disease and the 
Expansion of Lived Care

There is little doubt that nursing has undergone profound 
transformation over the past half-century, expanding its sci-
entific foundations, clinical scope, and professional autonomy. 
However, it is not only the profession itself that has evolved, but 
also the very subject of its care: people whose health trajectories 
are increasingly shaped by complex social, demographic and 
epidemiological dynamics. Patterns of aging, multimorbidity 
and long-term illness have redefined what it means to live with 
disease, shifting care from discrete clinical events to prolonged, 
relational, and often uncertain processes. However, healthcare 
systems have been slower to adapt to these changes. Despite the 
growing centrality of chronic diseases, care delivery remains 
largely organized around hospital-based episodic models, often 
at the expense of continuity and long-term support. This mis-
alignment between evolving care needs and persistent system 
structures has contributed to the progressive relocation of care 
into domestic and social contexts, where it is largely sustained 
by patients and those who support them, namely informal 
caregivers.

Cardiovascular diseases (CVDs) exemplify this transforma-
tion. The burden of CVDs has increased markedly since 1990, 
and most of this burden is attributable to modifiable risk fac-
tors (Global Burden of Cardiovascular Diseases and Risks 2023 
Collaborators 2025). Despite significant advances in diagnostics, 
pharmacotherapy, acute care, and prevention, CVDs remain the 
leading cause of death worldwide. Over time, reductions in mor-
tality have not diminished their impact, but instead transformed 
them into long-term conditions, increasing the number of peo-
ple living with chronic cardiovascular disease and shifting the 
burden of care from acute events to ongoing management. This 

transformation has unfolded progressively. Advances in coro-
nary care, pharmacological treatments, and risk factor manage-
ment have transformed rapidly fatal conditions into survivable, 
but persistent illnesses. Nursing has been central to this shift. 
From early coronary care units to contemporary community-
based care, nurses have played a key role in extending survival, 
supporting self-care, and translating clinical innovation into 
everyday practice. At the same time, these achievements have 
contributed to a new clinical reality: a growing population living 
longer with complex, chronic, and often unstable conditions that 
require continuous care beyond hospital settings. This trend is 
global. Although it is particularly evident in low- and middle-
income countries, where most cardiovascular deaths continue 
to occur (World Health Organization (WHO)  2025), it is also 
driven by demographic aging and improved survival in multiple 
areas of disease, including oncology. As longevity increases, so 
does cardiovascular morbidity, often in the context of multimor-
bidity and functional decline. Projections suggest that this tra-
jectory will intensify, consolidating CVD as a life-long condition 
embedded within everyday life.

In this context, informal care has moved from a supportive el-
ement of care to a foundational component of the management 
of chronic diseases. Informal caregivers (typically family mem-
bers, but also individuals within the patient's close relational 
network) provide unpaid, non-professional support that enables 
adherence to treatment, symptom monitoring, and everyday 
functioning. What has changed is not simply the presence of 
caregiving, but its weight: caregivers are now expected to sup-
port complex, prolonged, and clinically relevant care processes 
that extend far beyond clinical encounters. For nursing, this 
shift is not peripheral. It redefines the conditions under which 
care is provided, the feasibility of care plans, and the outcomes 
of clinical interventions. This commentary advances a central 
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argument: contemporary chronic care is already co-produced 
by nurses and informal caregivers, yet this co-production re-
mains insufficiently recognized, inadequately supported, and 
increasingly difficult to sustain. Understanding how this situa-
tion emerged, how it operates in practice, and how it can evolve 
is essential to define the role of nursing over the next 50 years.

2   |   From Supporting Role to Structural 
Dependency

Informal caregivers play an important role in the management 
of chronic illnesses, particularly in conditions where daily self-
care behaviours are essential to maintain stability and prevent 
deterioration. Caregiving encompasses a wide range of activi-
ties, including symptom surveillance, medication management, 
coordination of services, and emotional support, often sustained 
over extended periods. Historically, many of these activities 
were more closely aligned with professional care and adminis-
tered within institutional settings. However, several converg-
ing factors have progressively shifted this responsibility to the 
home. The growing number of people who require continuous 
care, combined with persistent shortages of nursing workers, 
has made it increasingly difficult to ensure continuity in acute 
and chronic settings. These challenges are further amplified in 
rural and underserved areas, where access to ongoing profes-
sional support is limited. As a result, continuous care is now 
provided largely in domestic settings, often without direct su-
pervision and with limited opportunities for ongoing training, 
reinforcement, or monitoring of the education provided to care-
givers. This shift places caregivers in a position where they are 
expected not only to support care but to maintain it. Keeping 
CVDs as an example and especially in heart failure, this expec-
tation becomes especially evident. Caregiving requires contin-
uous vigilance: monitoring weight fluctuations, recognizing 
early signs of fluid retention, managing complex pharmacologi-
cal regimens, and deciding when clinical deterioration requires 
escalation. These are not auxiliary tasks, but forms of applied 
clinical judgement, developed through experience rather than 
formal training.

For nursing, this shift requires more explicit and systematic en-
gagement with caregiving as a clinical component of care, a po-
sition that is increasingly reflected in international guidelines. 
Assessing caregiver capacity, ensuring the adequacy and reten-
tion of education, and identifying early signs of caregiver strain 
are essential to prevent clinical deterioration. In this sense, care-
giver preparedness and sustainability should not be understood 
as contextual factors but as integral determinants of care quality 
and patient outcomes. However, this recognition remains only 
partial in practice. In many health systems (particularly those 
characterized by familial welfare arrangements), caregivers 
serve as the primary safety net for people with chronic diseases. 
What is often described as “family involvement” has evolved 
into a form of structural dependency, with healthcare systems 
relying on caregivers to absorb care demands that exceed for-
mal service capacity, especially in the context of shorter hospi-
tal stays, outpatient care models and limited resources. Within 
this framework, the assumption that family members are both 
available and prepared to assume caregiving responsibilities is 
rarely questioned. Caregiving is often treated as necessary and, 

therefore, given, rather than as a role that requires assessment, 
support, and negotiation. However, this assumption overlooks 
a critical issue: whether caregivers are truly equipped to sup-
port these responsibilities and how this role reshapes their lives, 
health, and social participation over time.

Evidence from chronic disease management, particularly in car-
diovascular conditions such as heart failure, shows that inter-
ventions involving both patients and caregivers are associated 
with improved clinical outcomes, including reduced hospital 
readmissions and improved quality of life (Buck et  al.  2025). 
Similar patterns are observed in other chronic conditions, such 
as diabetes, where effective self-management depends on the 
consistent integration of treatment regimens into daily life. 
These findings reinforce the central role of caregivers in sup-
porting complex and ongoing care while also illustrating the 
extent to which care processes have been redistributed beyond 
traditional professional boundaries. For nursing, this redistri-
bution has direct clinical implications. It extends the scope of 
practice beyond patient-focused interventions to include prepar-
ing caregivers to recognize early signs of instability (e.g., fluid 
retention in heart failure or glycemic fluctuations in diabetes), 
translating clinical knowledge into sustainable daily routines, 
and anticipating potential points of failure in home-based man-
agement. However, these responsibilities are often enacted 
within systems characterized by fragmentation and limited 
continuity of care. As a result, a persistent gap emerges between 
what caregivers are expected to manage and the level of support 
they receive to do so safely and effectively.

3   |   The Contradiction of Informal Caregiving: 
Essential, Yet Unsustainable

Informal care occupies a paradoxical position within contem-
porary healthcare systems. It is essential for the functioning 
of chronic care, but its sustainability is rarely examined from 
the personal to the community level. Although caregiving can 
generate relational meaning and support patient outcomes, it is 
also associated with substantial physical, emotional, and social 
costs. In many contexts, even high-income countries, caregiving 
remains strongly gendered, with women disproportionately as-
suming caregiving roles. It is also associated with reduced labor 
market participation, including fewer working hours and ear-
lier retirement, generating measurable economic consequences 
(Organisation for Economic Co-operation and Development 
(OECD)  2025). These patterns demonstrate that caregiving is 
not simply a private matter, but a structural component of both 
the health and economic systems.

At an individual level, caregivers frequently experience fatigue, 
psychological distress, financial stress, and social isolation. The 
cumulative impact of these demands has been conceptualized 
as a burden on caregivers, reflecting the growing recognition 
of caregiving as a site of vulnerability rather than a site of only 
resilience. Importantly, this burden is not incidental but struc-
turally produced, emerging from the progressive transfer of care 
responsibilities to families without corresponding and sustained 
formal support. Even in countries where community-based and 
family-oriented care systems are relatively well developed, sig-
nificant gaps remain. The absence of continuous responsive 
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support (particularly outside standard service hours), com-
bined with the weakening of informal community networks in 
contemporary societies, often leaves caregivers without viable 
alternatives.

Moving to a more explicitly nursing-focused perspective, these 
dynamics translate into concrete clinical consequences, often 
preceding or occurring alongside social ones. When caregiv-
ing capacity is exceeded, the deterioration becomes frequently 
visible through acute events. In chronic conditions, this can 
manifest as delayed responses to worsening of symptoms, in-
consistent medication management, or difficulty maintaining 
dietary and fluid restrictions. Such events are commonly in-
terpreted as issues of adherence or disease progression; how-
ever, they may instead reflect the limits of caregiving capacity. 
Emergency departments often become the point at which these 
limits surface. Patients present with advanced symptoms that 
might have been earlier managed under different conditions, 
while caregivers arrive after prolonged periods of stress and 
uncertainty. Without explicit recognition of caregiving as a de-
terminant of these outcomes, clinical responses risk addressing 
symptoms without addressing their underlying causes. In the 
post-pandemic period, several potential strategies have emerged 
to strengthen nursing support beyond hospital settings. In some 
contexts, this has involved expanding family and community 
nursing models; in others, integrating these approaches with 
telemedicine. Although these developments have shown prom-
ise, telemedicine has at times been interpreted as a comprehen-
sive solution to workforce shortages and the growing burden 
of chronic diseases. However, in practice, many of these inno-
vations have remained localized or episodic, demonstrating 
effectiveness in specific settings without achieving the level of 
scalability required for system-wide impact. As a result, their 
potential to support sustained collaboration between nursing 
and informal caregiving remains only partially realized.

4   |   Clinical Uncertainty and the Expansion of 
Nursing Responsibility

The challenges associated with caregiving are further com-
pounded by the nature of chronic illness trajectories, which 
are often unpredictable and characterized by periods of rela-
tive stability interspersed with acute deterioration. Throughout 
this review, chronic cardiovascular diseases have been used as 
a guiding example, with heart failure particularly clearly illus-
trating this uncertainty. Despite mortality rates comparable to 
many cancers, heart failure is still often perceived as a manage-
able disease rather than a life-limiting one. This misperception 
contributes to delayed self-care engagement, limited recognition 
of clinical deterioration, and postponed or unaddressed pallia-
tive care discussions, ultimately reducing preparedness for end-
of-life transitions among both patients and caregivers.

At the same time, these considerations extend beyond cardio-
vascular disease and are applicable to a wide range of chronic 
conditions, reflecting shared structural and clinical dynamics 
rather than disease-specific features. In addition, chronic illness 
does not exclusively affect older populations. Although aging 
remains a major driver of prevalence, long-term conditions in-
creasingly span the entire life course. Within cardiovascular 

diseases, congenital heart conditions exemplify forms of chro-
nicity that begin early in life and require sustained management 
over decades. This broader perspective highlights the need to 
conceptualize caregiving not as a time-limited or age-bound 
phenomenon, but as a long-term, evolving process that adapts 
to changing clinical and life circumstances. For nursing, this re-
quires a shift toward anticipatory and trajectory-based care, in 
which the timing of interventions, the preparation of caregivers, 
and the recognition of transitions (including end-of-life phases) 
become integral components of clinical practice rather than re-
active responses to acute deterioration.

In this context, caregivers are required to interpret symptoms, 
manage complex clinical information, and make decisions 
under conditions of uncertainty. They function as intermedi-
aries between patients and healthcare systems, often assuming 
responsibilities that extend beyond traditional expectations. 
For nursing, this uncertainty translates into an expanded re-
sponsibility that remains only partially formalized. Nurses are 
required not only to manage clinical conditions but also to antic-
ipate instability, support caregiver decision-making, and prepare 
families for trajectories that are often difficult to define. This 
includes initiating conversations about deterioration and end-
of-life transitions earlier than is commonly practiced. However, 
this expanded role is frequently constrained by organizational 
models that prioritize episodic care over continuity. As a result, 
nurses can recognize the limits of caregiving capacity without 
having the structural means to intervene effectively. This ten-
sion between clinical awareness and system constraint is likely 
to become more pronounced as the prevalence of chronic dis-
eases increases.

5   |   Changing Families and the Erosion of Assumed 
Care Capacity

The sustainability of informal caregiving is further challenged 
by broader social and demographic transformations. Family 
structures have become more diverse and less predictable, char-
acterized by smaller household sizes, geographic dispersion, 
and changing patterns of kinship and partnership. At the same 
time, increased participation in the workforce and economic 
pressures have reduced the availability of time and resources for 
caregiving, especially for women. While these changes reflect 
important social progress including greater gender equity and 
individual autonomy, they also expose the fragility of care mod-
els based on assumptions of family availability. The expectation 
that families will continue to absorb increasing care demands 
without substantial support is increasingly untenable. Looking 
ahead, these trends suggest not only a reduction in the number 
of available caregivers, but also an increase in the complexity of 
caregiving arrangements, with care distributed across fewer in-
dividuals, over longer periods, and within contexts full of com-
peting demands.

In response to these transformations, many health and social 
systems have witnessed a growing reliance on paid caregivers, 
often migrant workers from lower-income countries. Initially 
employed to support household tasks, these roles have progres-
sively expanded to include direct care of individuals with com-
plex health needs. While this shift has partially compensated for 
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gaps in informal caregiving, it introduces additional challenges 
related to cultural differences, language barriers (particularly 
in medication management), and potential changes in patients' 
daily habits, including diet and lifestyle. At the same time, this 
workforce remains relatively underexplored within nursing 
and health services research, with limited evidence on training 
needs, integration into care teams, and impact on patient and 
caregiver outcomes. Although the regulatory and contractual 
aspects of these roles remain variable and, in some contexts, in-
sufficiently formalized, their presence is becoming increasingly 
central within contemporary care arrangements. On a nursing 
perspective, this evolving landscape requires engagement not 
only with patients and family caregivers, but also with a broader 
and more heterogeneous caregiving workforce. This further re-
inforces the need for anticipatory and trajectory-based care, in 
which coordination, education, and support extend across all 
those involved in sustaining care beyond clinical settings.

Addressing these challenges requires a shift in the way care-
giving is conceptualized within nursing. Caregiving must be 
recognized as a core domain of practice, research, and policy 
engagement. This involves treating caregiving as a clinical vari-
able to be assessed and integrated into care planning, recog-
nizing it as a site of inequality shaped by social and economic 
conditions, and understanding it as a reflection of broader de-
cisions about resource allocation and responsibility. Therefore, 
the role of nursing is not limited to supporting caregiving but 
extends to shaping how caregiving is organized, sustained, and 
integrated into care systems.

6   |   Conclusion: Reframing Caregiving for the Next 
50 Years of Nursing

Over the past 50 years, nursing has played a central role in trans-
forming acute, often fatal conditions into chronic, manageable 
diseases. This progress has extended survival and reshaped the 
experience of illness. However, it has also contributed to a fun-
damental reconfiguration of care, in which a substantial propor-
tion of clinical work is now sustained outside formal healthcare 
settings. This commentary argued that contemporary chronic 
care is no longer delivered solely within healthcare systems but 
is co-produced through the interaction between nursing and in-
formal caregiving. While this model has enabled the manage-
ment of increasingly complex and prolonged conditions, it has 
also generated a structural imbalance: caregiving is essential, 
yet insufficiently recognized, inadequately supported, and im-
plicitly assumed to be available. The limits of this arrangement 
are already visible in clinical practice. When caregiving capac-
ity is exceeded, the consequences emerge as delayed responses 
to deterioration, increased reliance on emergency services, and 
unmet care needs. These are not isolated failures, but indica-
tors of a system that depends on resources it does not actively 
sustain. Looking ahead, demographic change, evolving family 
structures, and workforce constraints will further challenge the 
availability and feasibility of informal caregiving. In this con-
text, nursing cannot remain positioned solely as a profession 
that supports caregiving, but must actively shape how caregiv-
ing is assessed, integrated, and sustained within care systems. 
For the next 50 years tree key points need to be considered to 
improve nursing care for people with chronic illnesses.

First, caregiving must be systematically assessed as a clinical 
variable. This requires moving beyond informal or implicit 
evaluation toward structured and documented assessment pro-
cesses. A critical step in this direction is the development and 
routine use of caregiver-reported outcome measures, which 
remain insufficiently standardized and validated despite their 
potential to capture caregiver capacity, preparedness, and strain 
over time. These measures should be integrated into clinical 
pathways alongside patient-reported outcomes, informing care 
planning, discharge decisions, and risk stratification. At a sys-
tem level, caregiver assessment should be embedded within 
electronic health records and continuity-of-care models, ensur-
ing that caregiving capacity directly influences clinical decision-
making. More broadly, this shift aligns with value-based 
healthcare approaches, where outcomes extend beyond patients 
to include the sustainability of caregiving arrangements, mak-
ing caregiver support a measurable component of care quality 
and system performance.

Second, nursing interventions must extend beyond patient 
education to include structured and longitudinal support for 
caregivers. This involves shifting from one-time instruction 
(often still delivered at discharge) to ongoing, adaptive support 
models. Practical strategies include scheduled follow-up con-
tacts, reinforcement sessions focused on key self-care skills, 
and the use of digital tools to monitor symptom interpretation 
and care practices over time. Early identification of caregiver 
strain should trigger tailored support interventions, rather 
than reactive responses to clinical deterioration. From a pol-
icy perspective, this requires recognizing caregiver education 
and support as core nursing activities, with dedicated time, re-
sources, and accountability indicators, rather than as informal 
extensions of patient care. Despite some countries having al-
ready introduced discharge clinics and virtuous collaborations 
among nurses from different healthcare settings, these remain 
isolated best practices still not implemented equally in all the 
countries.

Third, nursing must take a more active role in coordinating in-
creasingly complex care ecosystems. As caregiving expands to 
include family members, paid caregivers, and community-based 
actors (like third sector volunteers or patient-caregivers associa-
tions), nurses are uniquely positioned to ensure coherence, con-
tinuity, and safety across these interfaces. This includes actively 
involving paid caregivers (including migrant care workers) in 
education and communication processes, clarifying roles within 
care plans, and facilitating structured information exchange be-
tween formal and informal care providers. At an organizational 
level, this calls for integrated care models in which nursing as-
sumes a recognized coordination function across settings, sup-
ported by policies that formally acknowledge and regulate the 
contribution of diverse caregiving actors.

In conclusion, the next 50 years of nursing will depend not only 
on its ability to manage chronic illness, but on its capacity to 
actively shape and sustain the conditions under which care 
management occurs. This includes recognizing caregiving as a 
clinical and organizational determinant, integrating it into as-
sessment, care planning, and system design, and ensuring that 
it is supported through adequate resources, structures, and pol-
icies. Without this shift, the progress achieved in extending life 
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risks being undermined by the fragility and invisibility of the 
care arrangements on which it increasingly depends.
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