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In many ways, this book seeks to explore fundamental and pressing questions for 
our post-pandemic societies and care systems. The first concern is the nature of 
informal, unpaid, long-term care. Across ages, the provision of care to a loved one 
with care needs—be it a family member, a friend or a neighbour—has been seen as 
the right and normal thing to do; something that is just part of the natural order of 
things. Caregiving has always been a central life activity, almost as if the desire to 
care for others is an essential component of the human experience. It binds people 
together, creates a sense of belonging and helps us overcome social injustices. To 
put it simply, without care, society as we know would likely cease to exist.

But historically, caregiving has also been an undervalued task, entrusted on 
groups of people who are not in a very high-status position in our society (e.g. 
women, migrants, working class) Moreover, when not adequately supported (as is 
regularly the case), carers face a long list of negative consequences: caring can 
indeed impact on their health and well-being; it can lead to difficulties in balancing 
paid work with care responsibilities (which in turn can impact on their labour mar-
ket participation), and it can generate financial difficulties and poverty, due to lim-
ited social provision and direct costs of care. Importantly, the COVID-19 crisis has 
done nothing but exacerbate these issues. As a result, informal carers often find 
themselves having to show inventiveness, bravery and strength in the face of adver-
sity—a combination of traits that some may define as heroic. As one of the carers in 
our network put it once: “the constant search for support is much more of a burden 
than the actual caregiving”. This book therefore also explores the question of 
whether informal carers are the unsung heroes—and heroines—of our societies.

It is now commonly agreed by policy makers and researchers that the bulk of all 
care in Europe is provided by informal carers, and by women in particular. If these 
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people are expected to keep providing care—and they are—their needs and require-
ments should be an inherent part of health and social policy development, and their 
contribution should be properly considered as part of the economic equation. 
Caregiving is a personal and collective journey that deserves urgent political atten-
tion and resolute support from the cradle to the grave.

This book provides a comprehensive overview of the aspects that should be taken 
into consideration when developing measures that are likely to make an actual dif-
ference in the daily life of millions of carers across Europe.

Brussels, Belgium� Stecy Yghemonos

Forward
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Caregiving and Caregivers: Concepts, 
Caregiving Models, and Systems

Andreas Charalambous 

1	� Introduction

The world is facing many and constant sociodemographic changes, such as an 
increased average life expectancy and the presence of chronic and noncommunica-
ble diseases, which in turn, lead to an enhanced dependency on others. On a global 
scale, it is estimated that the number of people aged 60 years or older is expected to 
grow expediently by 2030. This demographic shift is accompanied by a health tran-
sition, whereby 23% of the total global burden of disease is now attributable to 
disorders in older adults including cancer. As cancer is largely a disease of the older 
population, a significant increase in the incidence and chronicity of cancer in this 
population is predicted. Under the scenario where global prevalence of disabilities 
and diseases remain stable, the growth in the number of older adults alone is 
expected to increase demands for healthcare beyond the capacity of healthcare sys-
tems. Even in today’s conditions, healthcare systems are already facing significant 
challenges in corresponding to the current needs, a fact that has resulted in changes 
in the delivery models in place. Therefore, these changes aimed to achieve less reli-
ance on specialized care settings and more focus on delivering care in the commu-
nity. Within this context, informal caregivers (or family caregivers) provide a high 
proportion of the care needed and are an essential extension of the healthcare sys-
tem. Despite the fact that informal caregivers are a critical resource to their care 
recipients and an essential component of the healthcare systems around the world, 
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yet their role and importance to society as a whole have only recently been appreci-
ated. An informal caregiver, often a family member, provides care, typically unpaid, 
to someone with whom they have a personal relationship.

2	� The Concept of Caregiving

The etymology of the word “care” comes from the Old English term “wicim” mean-
ing “mental suffering, mourning, sorrow, or trouble.” “Give” is also Old English, 
from “eo-, iofan, iaban,” meaning “to bestow gratuitously.” When the two root 
meanings are assimilated, caregiving is the action/process of helping those who are 
suffering [1]. Drentea [2] refers to caregiving as “the act of providing unpaid assis-
tance and support to family members or acquaintances who have physical, psycho-
logical or developmental needs” (p. 1).

In a conceptual analysis, caregiving within the context of family caregiving [3] 
was found to have four characteristics: tasks, transition, roles, and process. Tasks 
identified include activities of daily living, instrumental activities of daily living, the 
amount of care provided, and direct and indirect care. Transitions focused on care 
management, delegation, and transfer from family to institutional care. Caregiving 
roles recognized the extension of normal, family care and involved “mutual nurtur-
ing behaviors” (p. 68).

Nursing is not the only discipline where the concept of caregiving has been uti-
lized and studied. Within the context of sociology, for example, caregiving has been 
defined as the care provided by unpaid workers such as family members, friends, 
and neighbors as well as individuals affiliated with religious institutions [2]. 
Psychology is another discipline where the concept of caregiving has been a focal 
point, however from a different perspective, that of the psychological ramifications 
of the act of caregiving. Within this context, preceding studies have demonstrated 
that being an informal caregiver puts a person at risk of poorer mental health [4–6]. 
A review described depression as the most common studied cancer caregiver out-
come, with prevalence rates ranging from 20 to 73% [7]. Furthermore, depressive 
symptoms in cancer caregivers have been associated with greater difficulties related 
to sleep, anxiety, and fatigue and lower levels of quality of life and life satisfaction. 
These studies have been extended to identify caregiver-related characteristics build-
ing this way the profile of those who are more likely to assume the role. Furthermore, 
these studies have placed emphasis on the effects of caregiving on the caregiver, 
caregiver burden, coping strategies, challenges, and the rewards of caregiving [8, 9].

3	� What Is an Informal Caregiver or a Family Caregiver?

Family members (as family caregivers) consist of the backbone of a society’s care 
supply, and despite this being a prevalent perspective, an official definition of infor-
mal care is lacking [1]. Therefore, in order to comprehensively capture the core 
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meaning of the caregiving concept, it is necessary not only to briefly review the 
official definitions adopted by relevant institutions and civil society stakeholders but 
also to review those more frequently reported by the scientific community.

According to the United Nations definition, “informal caregiving” primarily 
stands for all nonprofessional care provided—by choice or by default—by family 
members, friends, neighbors, or other persons caring for people with long-term care 
needs at all ages, usually in private households [10]. The Organisation for Economic 
Co-operation and Development (OECD) has a twofold definition of an informal 
caregiver. Primarily, an informal caregiver includes those who provide care to 
friends or family members or may do so as part of noncontractual voluntary work 
[11], but also it includes undeclared or illegal caregivers who receive a salary or 
compensation from the care recipient, but do not have an official contract with them 
and are not registered with relevant social security offices [12].

In the EU, 60% of all care is provided by informal caregivers, and a report funded 
by the European Commission [13] identified a certain set of characteristics that can 
be considered as typical of an informal caregiver: a close relationship with the care 
receiver, no professional training, no working contract, no equivalent pay, a wide 
range of care giving duties, no official hours, and no entitlement to social rights.

Similarly, Lilleheie et al. [14] defined informal caregivers as individuals who 
have a significant personal relationship with and provide a broad range of unpaid 
assistance to an older person or an adult with a chronic or disabling condition 
outside of a professional or formal framework. In the same light, informal care-
givers have been identified as individuals voluntarily caring for a relative or a 
friend facing illness, disability, or any condition requiring particular attention 
[15]. The caring occasion/caring moment becomes transpersonal when “two per-
sons (caregiver and other) together with their unique life histories and phenome-
nal field (of perception) become a focal point in space and time, from which the 
moment has a field of its own that is greater than the occasion itself. As such, the 
process can (and does) go beyond itself, yet arise from aspects of itself that 
become part of the life history of each person, as well as part of some larger, 
deeper, complex pattern of life” [16, p. 59].

According to Revenson et  al. [17], informal caregiving can be defined as the 
provision of usually unpaid care to a relative or friend with a chronic illness, dis-
ability, or other long-lasting health and care needs. A preceding notable definition 
includes the one proposed by Swanson et al. [3] who conceptualized family caregiv-
ing as: “Provision by a family care provider of appropriate personal and health care 
for a family member or significant other” (p. 68) and the one proposed by Bowers 
[9] who included five distinctive categories of roles that provide meaning or purpose 
for the caregiver: anticipatory, preventive, supervisory, instrumental, and protective.

Although these definitions have common elements, they tend to vary across 
studies and within official recording systems of different countries that makes 
attempts to operationalize and measure the concept difficult. Nevertheless, tak-
ing into consideration these definitions, it can be concluded that, taking into 
account both a societal and a scientific perspective, the following essential 
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characteristics can be used to define an informal caregiver, as someone who pro-
vides care (1) systematically (at least weekly) (2) to someone with a chronic ill-
ness, disability, or other long-lasting health, social or long-term care needs, (3) 
as part of an unpaid noncontractual voluntary work outside a professional or 
formal framework [18].

4	� The Scale of Caregiving

According to the “Caregiving in the US 2020” report, by the National Alliance for 
Caregiving (NAC) and AARP, more than one in five Americans (21.3%) are care-
givers, having provided care to an adult or child with special needs at some time in 
the past 12 months. This totals an estimated 53.0 million adults in the United States, 
up from the estimated 43.5 million caregivers in 2015 [19]. In terms of caregivers 
for adults only, the prevalence of caregiving has risen from 16.6% in 2015 to 19.2% 
in 2020—an increase of over eight million adults providing care to a family member 
or friend age 18 or older, primarily driven by a significant increase in the prevalence 
of caring for a family member or friend who is age 50 or older [19]. Compared to 
2015, a greater proportion of caregivers of adults are providing care to multiple 
people now, with 24% caring for two or more recipients (up from 18% in 2015). 
This finding, in combination with the increased prevalence of caregiving, suggests 
a nation of Americans who continue to step up to provide unpaid care to family, 
friends, and neighbors who might need assistance due to health or functional 
needs [19].

In the European Union, estimates suggest that as much as 60% of all long-term 
care is provided by informal carers [13]. The available estimates of the number of 
informal caregivers range from 10% to 25% of the total population in Europe. The 
average varies significantly between countries, groups of countries, and depending 
on how informal care is defined and measured.

In the United Kingdom, a national report on the value of caring, commissioned 
by Carers UK in 2015, found that carers are providing informal (unpaid) care with 
an estimated value of £132 billion annually, compared to £134 billion total annual 
government spending on the National Health Service (NHS) [20]. The high level of 
informal care may be partly due to the fact that the number of people aged 85 years 
and over in the United Kingdom has increased by 38% to over 431,000 from 2001 
to 2015 and the number of people with a life-limiting long-term illness has increased 
by 16% to 1.6 million over the same period [20]. The report notes that the situation 
may be being exacerbated by cuts in the levels of formal (paid) homecare support 
available from central and local government [20]. Although the UK Care Act (2014) 
was designed to provide greater support for those in need of care and their informal 
carers and to give informal carers similar legal rights to those they care for, there has 
been little new government money to support the introduction of the legislation 
[21]. As a consequence, many carers are still struggling to get the support from 
health and care services that they need [22].

A. Charalambous
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5	� The Financial Impact of Caregiving

The economic impact of caregiving can be complex and poses challenges in its 
defining, although it can be defined through two main channels, direct and indirect. 
The direct economic impact accounts for the influence caregiving has on decisions 
around work, absenteeism, and productivity. The second channel by which the eco-
nomic impact of caregiving can be defined is the indirect consequence of poorer 
health on those providing care [23]. Workers who are less healthy also tend to be 
much less productive, generating lower per capita incomes and being employed less 
often [24]. When caregivers become less healthy as a result of increased caregiver 
burden and poor support, they are more likely to miss work or stop working alto-
gether. The increased concerns over their own health as well as the health of the 
person who take care of might contribute to them becoming progressively less pro-
ductive. This estimated indirect economic effect totals nearly $221 billion, bringing 
the overall economic impact of caregiving to $264 billion [23].

Although family caregivers are not generally paid for their services, spending 
time helping family and friends with long-term services and supports (LTSS) needs 
is often costly. Therefore, with regard to employment, absenteeism, and productiv-
ity, it is frequent that some caregivers may have to reduce their work hours when 
they provide care, switch to part-time work, or temporarily dropout of the labor 
force. Reduced work hours lead to lower earnings and may force caregivers to for-
feit employer-sponsored health insurance. Temporary labor supply reductions can 
have long-lasting repercussions, because people who leave their jobs often struggle 
to find alternative employment and must accept lower-paying positions. Lost earn-
ings can also reduce future retirement income, as people are forced to save less for 
retirement and accumulate fewer Social Security credits. Reduced employment 
from caregiving can also have macroeconomic consequences, reducing government 
tax revenue and potentially slowing economic growth [25]. The direct economic 
effect resulting from caregiving is estimated at nearly $44 billion through the loss of 
656,000 jobs and an additional 791,000 caregivers suffering from absenteeism 
issues at work [23].

6	� Informal Caregiving During the COVID-19 Pandemic

The COVID-19 pandemic has complicated the practice of informal caregiving in 
several unique ways [26]. Despite the limited data available, there is evidence that 
throughout those measures, that is, contact restrictions, informal caregiving still 
took place [27]. Health policies and mandates designed to slow the spread of 
COVID-19, such as social distancing, quarantining, and physical isolation, compli-
cated informal caregiving and imparted additional challenges. Informal caregivers 
may have relied on the support of additional volunteer services and social care to 
fulfil their caregiving responsibilities that were halted when these policies were 
implemented [28].

Caregiving and Caregivers: Concepts, Caregiving Models, and Systems
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In addition to these indirect effects of the pandemic, there are direct effects of the 
virus itself on physical health that might influence the provision of personal care 
[29]. Caregivers who provide personal care to family members outside their own 
household are at higher risk of retracting COVID-19 themselves, as they regularly 
travel to and meet with care recipients and accompany them to hospital visitations. 
The natural fear of an infection as well as fearing infecting someone close might 
therefore also have an impact on the frequency and amount of informal care provi-
sion and the use of it [30].

According to Bergman [29], the accumulating outcome of these direct and indi-
rect effects of the pandemic can impact the intensity and burden for caregivers 
resulting in the worsening of the situation for those who rely on personal care, as 
less care will be provided. A multicenter online survey regarding psychosocial con-
sequences due to the COVID-19 restrictions (ECLB-COVID19) showed that infor-
mal caregivers have a higher burden regarding mental and physical health [31]. 
Within the context of informal caregivers, persons with dementia who are more 
concerned about the pandemic were more likely to experience an overload or dis-
tress regarding to their role as caregiver [32]. Cohen et al. [33] conducted a cross-
sectional study of 835 informal caregivers in the United States and assessed changes 
in caregiving intensity and the resultant caregiver burden due to the pandemic. The 
majority reported experiencing increases in caregiving intensity (55.7%) and care-
giver burden (53.1%).

7	� Family Caregiving Models

The need to provide adequate care to vulnerable groups (e.g., elderly, cancer 
patients) is a major challenge facing our society on many levels. The assumption of 
our current health care system is that close family members will provide the major-
ity of day-to-day assistance and manage the wide array of problems confronted by 
these groups of people. However, most healthcare delivery models focus primarily 
on individual patients and do not properly engage, educate, or support family care-
givers or other informal care providers resulting in an increased caregiver burden.

The impact of caregiving is a complex process that is somewhat challenging to 
understood how it occurs and affects the individual. The efforts to comprehensively 
understand the topic at hand gave birth to conceptual models such as the stress pro-
cess model [34] and the appraisal model [35]. Within the context of neurodegenera-
tive disease, an integrative model of the caregiver stress has been developed by 
Sorensen [36] through the combination of the stress process model and the 
appraisal model.

According to Sorensen et al [36] the caregiving process is influenced by six dif-
ferent interacting elements, including primary and secondary stressors, background 
and contextual factors, exacerbating or ameliorating factors, and the appraisal and 
the outcomes. Within the primary stressors, the objective elements in the caregiving 
setting are included, which in turn lead to secondary stressors (i.e., the consequences 
of the objective elements). The appraisal included in the model encapsulates a sub-
jective evaluation by the caregiver of what is perceived as demands at hand and their 
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available resources for dealing with the caregiving role [37]. The evaluation process 
concludes in varying outcomes, which can be psychosocial, behavioral, or physio-
logical. The outcomes can vary according to the presence of exacerbating and miti-
gating factors facilitating or inhibiting the onset of the above outcomes. Additionally, 
background and contextual factors such as sociodemographic and cultural or ethnic 
determinants frame the caregiver’s experience [37].

With the latter being acknowledged as a significant contributor to the caregiver 
experience, the Revised Sociocultural Stress Model poses as an example that dem-
onstrates how cultural values, caregiver burden, coping, social support, and mental 
and physical health outcomes interact [38]. Based on the model, the cultural values 
indirectly influence caregivers’ mental and physical health through two possible 
pathways: coping and social support [39, 40]. Therefore, according to the Revised 
Sociocultural Stress Model, cultural values, such as familism and filial piety, are 
expected to indirectly affect caregivers’ mental health outcomes through the coping 
style utilized by the caregiver. Familism is largely understood as the individual’s 
multifaceted identity with the family and may include the strength of dedication, 
loyalty, and obligation the individual has toward their family [41].

Subsequent efforts to increase the understanding of the caregiving process and 
the generation of caregiver burnout have resulted in the development of the Job 
Demands-Resources Model (JD-R) model, which introduces a two-dimensional 
process of burnout. On the one dimension, there is exhaustion and the depletion of 
the caregiver’s emotional resources, and on the other one, there is engagement in the 
job and the willingness to find new positive and constructive challenges within the 
work [42]. The consideration of the JD-R model and the caregiver stress model [36] 
has provided new insights to the conceptualization of caregiver burnout. Gerain and 
Zech [37] argue that the conceptualization of caregiving should extend the already 
identified principles of the caregiver stress model within a more contextual depth. 
This new conceptual perspective has been introduced as the Informal Caregiving 
Integrative Model (ICIM), which poses as a theoretical framework to guide future 
research. As part of this theoretical framework, the stressors and resources are con-
sidered in the caregiver’s psychosocial characteristics, and the relationship with the 
care recipient is also considered in the construction of the caregiver’s experience. 
Furthermore, burnout is taken into consideration as a key mediator between stress-
ors and outcomes, whereas the caregiver’s appraisal is integrated as an integral part 
of the model. Finally, feedback loops are integrated in the model to allow a more 
comprehensive construction of the caregiving experience [37].

8	� Tasks Performed by Informal Caregivers

As patients with cancer benefit from advances in therapy and extended survival, 
treatment is shifting from inpatient to outpatient settings, and more daily caregiving 
now occurs in the home, and the pattern is likely to continue across different diag-
noses (e.g., cancer and dementia) and patients’ groups (e.g., elderly). Family care-
givers are increasingly asked to perform clinical care tasks that until recently would 
have been performed by trained healthcare professionals [43]. For example, they are 
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expected to deliver a wide range of tasks such as medication management, physical 
care, and financial management as well as emotional support [44]. However, with-
out the appropriate support, these daily burdens leave family caregivers with their 
own needs for support and assistance that, when left unmet, can lead to poorer qual-
ity of life and higher levels of distress [45], which can result in an undesired care 
breakdown for the person they care for [46]. A review by Ullgren et al. [47] in the 
context of informal caregivers of cancer patients identified various areas where they 
performed tasks of varying complexity and intensity. The most prevalent areas of 
caregiving included “psychosocial support” (e.g., supporting during anxiety), moti-
vating and maintaining social engagement, and physical support (e.g., including 
medicine administration). The researchers found that assessing and monitoring 
symptoms were reported frequently, relating both to the symptoms and the medica-
tion side effects.

A role often assumed by family caregivers includes the role of the decision 
maker, a rather demanding role that requires caregivers to being alert, watching and 
waiting and deciding when to act and when not to act. Finally, a rather prevalent role 
assumed by informal caregivers included that of the liaison between formal care 
providers (and different healthcare professionals) on a variety of issues, for exam-
ple, communicating the type of medication that had been given and what should be 
given in a specific situation [47].

Within the context of progressing Parkinson’s disease, a study in the United 
Kingdom by Hand et al. [48] demonstrated that over 80% of carers provided help in 
housework/domestic tasks (e.g., cleaning, washing up, and cooking) and compan-
ionship activities (e.g., listening, friendship). However, assistance with personal 
care (bathing, 41.2%; dressing, 63.2%; and toileting, 37.7%), feeding (49.1%), and 
during sleep (45.6%) was less common. The majority of informal caregivers per-
ceived the need to observe the participant constantly [Hand et al].

Within the context of elderly care, a cross-sectional study in 25 geriatric day 
hospitals (GDH) in Belgium explored the type of assistance provided by informal 
caregivers [49]. The study showed that informal caregivers were involved in care for 
basic activities of daily living (ADL) but more for instrumental ADLs (IADL). 
Adult children were more involved in transportation for obligatory tasks and help 
organization, and spouses were more in charge of meal preparation, managing med-
ication, and doing household chores. Incontinence management, bathing, medica-
tion management and household chores were the main activities that the informal 
caregivers no longer wished to do. Adult children wished more often to stop feeding 
their relative and manage medication than spouses.

9	� Conclusion

The world is experiencing rapidly significant demographic, technological, and 
social challenges with profound changes in the current systems of care. This trans-
formation has resulted in long-term care systems evolving into mixed models in 
which care is considered to be a shared responsibility. In this transformation, 
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informal care is and will be a key element of such systems resulting in an increase 
in the demand for and the complexity of such care. The provision and context of 
informal caregiving is not without challenges and the sustainable support of the 
caregivers calls for more attention by policy-makers, role recognition, and integra-
tion of the role in the healthcare delivery systems.
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Caregiving Burden and Other 
Psychosocial Considerations

Dégi László Csaba

1	� Introduction

Cancer is a significant cause of informal caregiving [1]. In 1930, about 20% of 
people diagnosed with cancer lived another 5 years [2]. In the United States, the 
5-year survival rate for all malignancies has increased from 49% in 1975 to 69% in 
2013 [3]. By 2020, it is projected that more than 53 million Americans will serve as 
informal caregivers, including approximately 3 million caring for a person with 
cancer [4, 5]. By 2030, 22.1 million Americans are expected to be cancer survivors, 
most of whom will be 65 years of age or older [6]. As a result, a significant number 
of families are forced to deal with caregiving and grief due to cancer. The study 
found that 84% of the elderly received support from family members and other 
unpaid caregivers before diagnosing cancer. Spouses were the primary informal 
caregivers, followed by children, friends, siblings, and parents [7]. In addition, can-
cer survivors who rated their health as poor or fair were more likely to report having 
an informal caregiver than those who rated their health as good to excellent [7]. In 
addition, nearly 56% of care recipients had more than one caregiver [8]. In addition, 
informal caregivers are the backbone of the palliative care workforce and the pri-
mary providers of end-of-life care [9]; they are thought to provide 75–90% of home 
care for people at the end of life [10]. Despite growing evidence that caring for 
cancer patients severely impacts caregivers’ well-being and quality of life, informal 
caregivers are among the “invisible” or “hidden” workforce providing support and 
direct care to cancer patients [11].

By 2040, the burden of disease from cancer in Europe is expected to increase by 
21%, while the annual number of cancer deaths will increase by 31% [12]. The 
impact and burden on informal caregivers will increase as the prevalence of cancer 
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increases, patient prognoses, and life expectancies improve, and patient reliance on 
ambulatory care services increases [12]. At this point, it is worth noting that previ-
ous research on pre-cancer health-oriented caregiving tasks and the relationship 
between caregiver activity patterns and caregiver burden has shown that a signifi-
cant proportion of caregivers are already overloaded with tasks and burdens, which 
may be exacerbated by the additional responsibilities associated with the patient’s 
new cancer diagnosis and subsequent treatment [6].

2	� Cancer Caregivership Burden

Cancer patient caregiving, the process by which family members and friends help a 
cancer patient, is a unique and special type of stress due to the fear of death associ-
ated with a cancer diagnosis and treatment [13]. Informal caregivers of cancer 
patients are family members, partners, or friends who provide unpaid help in several 
categories, including social support, help with activities of daily living, and clinical 
care tasks [14]. Cancer patients’ and caregivers’ more extensive social networks are 
indeed becoming more important [15]. More than 40% of American adults are now 
single [16], and it is essential to consider other forms of supportive partnerships. 
Informal caregivers, who may or may not be family members, have been character-
ized as laypersons who play a critical supporting role in the patient’s cancer experi-
ence, providing essential labor and emotion management [17]. In addition, informal 
caregivers are critical in the care of older patients and often meet the complicated 
demands associated with functional dependence, cognitive impairment, and various 
chronic illnesses [18].

Although the prevalence of psychosocial problems among informal caregivers of 
older cancer survivors is still unknown, there appear to be a higher prevalence of 
stress, decreased quality of life, and increased anxiety among informal caregivers of 
older cancer survivors compared with the general population [19].

The stress experienced by caregivers of cancer patients is greater than that of 
caregivers of older adults and comparable to that of caregivers of dementia patients 
[20]. For example, in the 2016 National Alliance for Caregiving study [1], cancer 
caregivers were significantly more likely than noncancer caregivers to assist with 
activities such as bed and chair transfers (57% vs. 42%), toileting (46% vs. 26%), 
dressing (42% vs. 31%), and feeding (39% vs. 22%). Caregiver burden is complex 
and includes social, physical, economic, and psychological aspects, even when 
there is no comprehensive description [21, 22].

Analyzing the impact of informal caregivers’ perceived difficulties in cancer care 
is critical to discover benefits throughout the caregiving experience [23]. Caregivers 
who engage in religious coping and feel the availability of social support are more 
likely to report discovering benefits [13]. In addition, a representative prospective 
study examining the relationship between the presence of an informal caregiver and 
all-cause mortality among older adults, as well as the relationship between caregiv-
ers’ perceptions of burden and benefits and care recipient mortality, found that care-
givers of older adults who report only benefits or with caregivers who report only 
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burden have an increased risk of mortality. In contrast, this risk is increased but 
lower for care recipients with informal caregivers who perceive both burden and 
benefits [24]. Even after adjusting for health, socioeconomic, and demographic fac-
tors associated with mortality, this pattern of informal caregivers remained associ-
ated with higher mortality risk among older persons, suggesting that interventions 
aimed at both reducing caregiver burden and increasing perceived benefits when 
burden reduction is not possible may support recipient longevity [24]. Therefore, 
caregiver burden may contribute to death through psychological and physiological 
systems that need further investigation [24].

2.1	� Physical and Sleep Burden

Although informal caregiving has been the primary source of protection for those 
struggling with health difficulties since prehistoric times, informal caregiving of 
relatives with cancer has been associated with poor physical health. Subjective care-
giver stress was related to physical impairments during the 2 years of cancer care-
giving and the later onset of these impairments. For example, caregivers who 
returned to care over time and widowed were more likely to develop arthritis and 
heart disease [25]. Cancer caregivers have increased electrodermal and cardiovascu-
lar reactivity compared with controls [26, 27]. The extent to which the survivor and 
their caretaker spouse were comparable in their physical and mental health and 
relationship satisfaction was examined. The research shows that the survivor’s 
physical and psychological health significantly impacts the spouse’s satisfaction 
with the marriage. Survivor physical and mental health has also been associated 
with poorer quality of life and increased caregiver distress [28].

While caregivers’ health has been shown to deteriorate due to cancer caregiving, 
the demographic and psychosocial predictors of long-term deterioration in their 
health are less well understood in terms of the unique contribution of caregivers’ 
depressive symptoms to their physical decline. For example, in observing the physi-
cal and mental health of cancer patients and their informal caregivers over a year 
after diagnosis, it was found that patients’ and caregivers’ reports of physical health 
at each time point were unrelated. In contrast, their reports of mental health at each 
time point were positively associated to a small to moderate degree [29]. Psychosocial 
variables are known to impact the deterioration of caregivers’ physical health sig-
nificantly, and caregivers are at increased risk for premature illness compared with 
non-caregivers [30].

Numerous informal caregivers, even those who do not perceive caregiving as a 
burden, struggle with various issues, including anxiety, depression, practical and 
financial challenges, and insomnia [31]. Sleep is a critical component of health and 
health-related quality of life, and sleep disturbances can adversely affect physical 
and psychological well-being. Between 36% and 95% of caregivers reported that 
their nightly sleep was interrupted due to poor sleep quality. Depending on disease 
stage, prevalence rates ranged from 36% to 80% in the early stages of cancer and 
from 42% to 95% when patients with advanced disease were treated. During active 
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treatment of patients, 37–59% of caregivers reported sleep problems before the start 
of treatment, while more than 70% of respondents reported sleep problems during 
patient treatment [32].

Sleep disturbances commonly experienced by caregivers include difficulty fall-
ing asleep and staying asleep due to frequent interruptions from patient care and 
nocturnal hypervigilance due to constant monitoring of the patient or the caregiver’s 
concerns, resulting in a significant reduction in total sleep time [33]. In addition, 
numerous urgent or ongoing patient demands can disrupt caregiver sleep patterns, 
while increasing caregiver stress can decrease caregiver ability to provide care and 
perpetuate patient sleep disturbances due to unresolved symptoms or unmet con-
cerns [34]. Disrupted sleep can be so debilitating that it jeopardizes both the patient’s 
well-being and the caregiver’s ability to provide effective care [35]. In addition, less 
than 20% of caregivers take a prescription or over-the-counter sleep medication [32].

2.2	� Psychosocial and Spiritual Burden

Cancer is a traumatic experience for both patients and family caregivers, who assist 
with self-care and medical activities and offer knowledge, emotional support, and 
financial assistance. Caregivers of cancer or palliative care patients have been shown 
to have increased levels of anxiety, depression, and strain, as well as unmet needs 
for knowledge and psychological and physical support [17]. While information 
needs are high in the initial phase of cancer, they gradually decrease in the posttreat-
ment phase as caregivers obtain knowledge from medical professionals and the 
internet [31]. To what extent the demands of caregivers providing ongoing, resum-
ing, or emerging care differ from those providing end-of-life care remains unclear 
[3]. In conversations with social workers, the most commonly expressed concerns 
(49%) were psychological, followed by physical (28%), social (22%), and spiritual 
(2%) [36]. A few studies found a high incidence of cancer-related communication 
problems and the distress associated with these challenges. These studies focused 
on cancer patients’ difficulties talking about their disease with family members and 
friends who do not have cancer. The majority of patients and partners who reported 
communication problems did so an average of 9 months after completing treatment, 
suggesting that even after completing treatment, either painful memories of cancer-
related communication problems persist or communication problems have persisted 
during past treatment [37].

A negative attribution style does appear to exacerbate the association between 
informal cancer caregiver stress and cortisol levels but does not affect informal care-
givers’ depressive symptoms [38]. In addition, the literature on cancer survivors has 
shown that cancer-related stress may even cause patients’ fruit and vegetable con-
sumption to decrease and family caregivers’ fruit and vegetable consumption to 
increase after treatment [39].

A loved one’s cancer diagnosis causes significant emotional distress for family 
caregivers. This experience is compounded by the obligation to provide clinical and 
health care, impacting caregiver’s well-being, the safety of care, and care outcomes 

D. L. Csaba



17

[40]. In addition, there is a disproportionately strong association between mothers’ 
psychological distress and their adult caregiver daughters’ quality of life, as moth-
ers are likely to share their psychological concerns about cancer diagnosis, treat-
ment, and survival with their adult daughters, as sharing emotional experiences is 
common in female relationships [41, 42]. Male caregivers view their involvement in 
cancer care positively, whereas adult daughters view it negatively [43]. In addition, 
wives, husbands, daughters, and sons tend to approach caregiving differently, affect-
ing caregivers’ emotional well-being [44]. For example, male caregivers were more 
likely to report higher levels of caregiver appreciation than female caregivers, which 
was associated with lower levels of caregiving stress [45].

Caregivers’ cultural views and values affect their assessment of the caregiving 
situation [46–48]. In a study highlighting the depression and social support of care-
givers of elderly cancer patients from Israel, depression was prevalent among both 
caregivers (76%) and patients (85%); moreover, the majority of caregivers lived 
with the patient in a shared apartment [18]. All of these findings suggest that when 
a family is struggling with a life-threatening illness such as cancer, patients’ depres-
sive symptoms are critical to their well-being and that of their family caregivers [49].

In addition, a cancer diagnosis can lead to an increase in existential concerns. 
Because cancer is often a life-threatening illness, family caregivers have existential 
concerns impacting their spiritual well-being. Spirituality has been highlighted as a 
psychological resource that can help family caregivers cope with stressful situations 
[50]. In addition, the spiritual well-being of cancer caregivers has received less 
attention in studies. A few studies concluded that the harmful effects of caregiving 
stress on mental health were less pronounced in caregivers with higher levels of 
spirituality [13]. Spiritual well-being among caregivers is similar to that of cancer 
patients and is mainly constant over time [51]. Moreover, spiritual well-being, men-
tal health, and physical health are modestly associated between survivors and care-
givers, indicating that survivors and caregivers have comparable levels of spiritual 
well-being and quality of life [52].

Evidence suggests that a strong sense of meaning and purpose in life is associ-
ated with improved mental health and physical symptoms [53]. Family support is 
critical to the spiritual well-being of family caregivers in the months following a 
cancer diagnosis in a family member. A study examining the extent to which care-
giver experiences were associated with changes in spiritual well-being in the months 
following a family member’s cancer diagnosis found that a perceived lack of family 
support for caregiving was associated with a decrease in caregivers’ sense of mean-
ing in life and peace over the 4-month study period. At the 4-month follow-up, a 
lack of family support in caregiving was significantly associated with lower levels 
of meaning and peace but not with faith. This conclusion is consistent with the 
hypothesis that low levels of social support impair meaning-making by limiting 
people’s ability to process stressful experiences [51]. Specific data support the 
notion that lower social support and higher caregiver burden are products of pro-
foundly rooted personality traits that contribute to the development or exacerbation 
of depressive symptoms, as both lower social support and higher caregiver burden 
mediate the relationship between neuroticism, interpersonal self-efficacy, and 
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depression [54]. In addition, caregivers with high levels of neuroticism or low inter-
personal self-efficacy see less accessible social support and experience more per-
sonal and role pressures, leading to or exacerbating depressive symptoms in the 
caregiving setting [54]. Kim and Carver (2007) have shown that the attachment 
theory provides a robust framework for understanding caregiving behaviors and dif-
ficulties. They have also shown that individuals who are more likely to be ineffec-
tive caregivers of cancer patients can be identified by their attachment orientation, 
particularly insecure attachment qualities [23]. Therefore, it is essential to empha-
size that attachment orientation toward the cancer patient is a critical predictor in 
the level of distress, in addition to the caregiver-reported level of physical function-
ing [55].

Cancer caregivers and cancer patients often view the realities of treatment efforts 
as a release from the cognitive burden imposed by the existential threat of cancer. 
Patients and informal caregivers often use the metaphor of “treatment as hope” and 
may be reluctant to discontinue treatment despite potentially fatal side effects [56]. 
Similarly, related research on caregiver motivation has found that autonomous rea-
sons do not predict spirituality or mental health [57].

2.3	� Financial Burden and Caregiver Guilt

Financial toxicity is a term that refers to the psychological distress, negative coping 
behaviors, and material circumstances experienced by cancer patients due to high 
treatment costs, increased cost-sharing, and reduced household income as a result of 
cancer and its treatment. Family caregivers may suffer the adverse consequences of 
the high co-payments and reduced work hours associated with cancer treatment 
[58]. For example, caregivers reported spending a significant amount of time pro-
viding medical, emotional, instrumental, and other material support to cancer 
patients in the 2 years following diagnosis, with average time costs ranging from 
$38,334 for breast cancer caregivers to $72,702 for lung cancer caregivers. These 
figures were comparable to direct medical expenditures associated with cancer care 
in the United States [59]. In Europe, informal caregivers contribute an estimated 
one-third of total cancer treatment expenditures [60]. These long treatment times 
are reflected in the high costs reported for informal cancer care [61]. For cancer 
caregivers, time is structured differently, and they cannot anticipate future life goals 
or decisions. This temporal anomie requires caregivers to live in the present moment, 
which offers several benefits and comes with a fair amount of discomfort and obli-
gation [62]. According to one study, caregivers miss approximately 50% of their 
potential workdays each month to assist with patient care [63]. Caregiving that dis-
rupted daily caregiver routines was associated with lower self-reported mental 
health and dysregulated cortisol patterns in older caregivers but better-regulated 
cortisol patterns in younger caregivers [64]. Working younger adult caregivers who 
had to balance the demands of work and family were shown to be more prone to 
feelings of guilt [65, 66]. A more significant impact on the caregiver’s schedule was 
strongly associated with greater feelings of caregiver guilt [66]. Guilt as a 
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significant emotional phenomenon in cancer caregiving has not been adequately 
explored. However, data suggest that higher levels of psychological distress and 
impaired mental, social, and physical functioning are significantly associated with 
caregiver guilt, above and beyond the variance explained by covariates [66].

Nonetheless, family caregiving’s financial costs and consequences are increas-
ingly well understood. For example, the Comprehensive Score for Financial Toxicity 
study found a modest association between patient and caregiver financial burden 
and identified characteristics associated with caregiver financial burden. For exam-
ple, older adult caregivers may have particular financial difficulties [67]. In addi-
tion, financial toxicity was associated with higher patient nonadherence to treatment, 
increased lifestyle-altering behaviors, and poorer quality of life in both patients and 
caregivers [21].

There is a dearth of research using standardized approaches to determine the 
economic value of psychological support [10, 68, 69]. The financial cost of care 
should be considered alongside other well-documented inequities in palliative care 
and a significant social determinant of the end-of-life experience [10]. Informal 
caregivers appear to make a substantial financial contribution to the broader health 
care system. Some research suggests that informal care accounts for up to 70% of 
total health care expenditures [10, 70]. However, those from lower socioeconomic 
backgrounds continually face the most significant financial burden. This relates to 
education per se. Across Europe, there is a significant correlation between education 
and wealth; those with high levels of education earn up to 70% more than those with 
low levels of education [71].

Cost figures are one approach to quantifying the value of caregivers; however, 
patients’ and caregivers’ narratives about the impact of cancer on their lives are 
much more meaningful [5]. The lived experience of being an informal caregiver can 
be understood when compared to the idea of co-dependency [12]. A consensus 
study found that the financial burden of caregiving deserves a more substantial 
research focus, with regular examinations of critical outcomes reported by caregiv-
ers and clinician education. Priorities will vary depending on the caregiver at 
risk [72].

2.4	� Long-Term and Quality-of-Life-Related Burden

Five years after diagnosis, 40% of current caregivers and 50% of survivor caregivers 
had a significant prevalence of depressive symptoms severe enough to be consid-
ered clinically significant. However, the incidence was much lower among patients 
in remission (20%) [73]. In addition, physical morbidity among cancer caregivers 
was related to their long-term caregiving role and, more specifically, to chronic or 
developing depressive symptoms 5 years after the initial cancer diagnosis [30]. In 
addition, the stress of caregiving 3–6 years earlier was significantly related to the 
unmet needs of bereaved caregivers [3].

While previous research suggests that the quality of life of cancer patient care-
givers varies over time due to coping with the stressor [74], caregiver burden over 
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time is significantly associated with anxiety and depression [75]. In addition, the 
early physical health of cancer caregivers deteriorates compared to demographi-
cally comparable non-caregivers due to long-term caregiving responsibilities and 
depressive symptoms [76]. A study examining changes in caregivers’ physical 
health 2–8 years after cancer diagnosis in their family members and prospective 
predictors of these changes found that caregivers play a critical role in cancer 
patients’ treatment outcomes. However, caregiving experience increases the risk of 
long-term deterioration in caregivers’ health [30].

The long-term impact of cancer caregiving on family caregivers’ quality of life 
is now well established [25, 77]. One study showed that caregiver age and prior 
caregiving stress were significant predictors of quality of life in all groups of care-
givers, underscoring the substantial impact of caregiving status on quality of life at 
the 5-year time point [78]. At the 5-year evaluation, caregivers who would become 
active caregivers or bereaved were more likely to be older and female and less likely 
to be educated and employed than at baseline. As a result, the bereaved were less 
likely than other caregivers to be wealthy or the deceased’s husband but more likely 
to be the dead’s mother or child [73]. At the eight-year follow-up, most caregivers 
had stopped actively caring for the relative with cancer because the relative was 
either in remission (66.2%) or had died (21.2%). However, because cancer survivors 
face increased morbidity and mortality as they age, the quality of life of their family 
members after 8 years still depends to some extent on the survivor’s prognosis at 
that time [25, 78].

Just as cancer survivors face increased morbidity and mortality as they age, the 
quality of life of their caregiving family members at the 8-year mark depends to 
some extent on the prognosis of survivors at that point. Findings suggest that pro-
grams focused primarily on reducing family members’ psychological distress can 
lead to improvements in their overall quality of life 8 years after the family’s first 
cancer diagnosis [25]. Increased uncertainty and concern about disease recurrence 
remained a significant source of anxiety for caregiving family members, even 
though patients recovered physically and were free of cancer-related symptoms 
[74]. In a recent study, family caregivers expressed, on average, a moderate level of 
anxiety about cancer recurrence in their survivors take [79]. However, the most 
significant unmet needs of family caregivers were coping with fears of cancer recur-
rence and transitioning to the “new normal,” as this influential group of family care-
givers of patients who no longer require cancer treatment remain “lost” in the health 
care system [3]. These data suggest that years of active involvement in cancer care 
or resumption of such a caregiver role after initial diagnosis are most likely associ-
ated with overall more significant caregiving needs [3]. However, recent findings 
show that 11% of respondents returned to actively caring for patients several years 
after being recruited [80]. At this point, we must emphasize that there is compelling 
evidence that psychosocial support should be prioritized throughout the long-term 
survival trajectory for family caregivers of patients with recurrent or chronic illness, 
as well as for higher caregiver depression symptoms [30]. In addition, they are per-
tinent indicators of vulnerability variables associated with caring for cancer patients.
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2.5	� Bereavement Burden

Recent evidence suggests that the death of the care recipient places additional stress 
on cancer caregivers who are already psychologically and socially exhausted by 
performing the role of the family caregiver. This supports the attrition model of 
caregiving [25], in contrast to the stress reduction model of grief, which assumes 
that the care recipient’s death alleviates caregiving stress [81, 82]. Due to stress and 
lack of social support for caregiving spouses, they are less likely to benefit from 
bereavement [83]. With this in mind, early identification of those at risk for poor 
grief outcomes and programs to help caregivers make sense of their loss would help 
engage or retain these caregivers and protect them as they go through care transi-
tions [83–85].

The psycho-oncology literature on the grief phase, which for some caregivers 
begins with the death of the care recipient, found that 13% of caregivers of advanced 
cancer patients met the criteria for a psychiatric disorder; 24% and 18% of caregiv-
ers met criteria for complicated and persistent grief, respectively; and 37% and 44% 
met criteria for a clinical level of depressive symptoms, approximately 3 and 5 years 
[17, 74, 82]. In addition, 19–24% of bereaved family members reported experienc-
ing grief-specific stress, such as difficulty accepting the death, avoiding reminders 
of the loss, or having an increased physiological response when reminded of the 
loss, and 11–50% of bereaved family members reported experiencing increased lev-
els of general stress, such as depression, sadness, loss of interest, fatigue, anxiety, 
and the inability to relax [86–89]. In a longitudinal study, pre-loss spirituality pre-
dicts post-loss distress in bereaved cancer caregivers [50].

Recently, the first prospective study to examine a cohort of primary caregivers of 
cancer patients in the last stage of life, collecting pre-loss mental health data and 
systematically following up the cohort for up to 3 years after the loss, found that 
20% of caregivers exhibited symptoms of persistent grief disorder for 37 months 
after the loss [90]. In addition, studies have shown that family caregivers who are no 
longer involved in the cancer patient’s care reported that many of their needs 
remained unmet. In addition, unmet needs for coping with loss were a significant 
predictor of acute emotional response to loss, persistent complex grief, and post-
traumatic stress disorder-like symptoms related to loss that occurred years, not 
months, after death [3].

Caregiving stress, which was shown to be strongly associated with unmet needs 
during grief, was not the objective assessment of the severity of the index patient’s 
cancer but the subjective assessment of caregivers who found caring for the index 
patient stressful [91]. Resuming daily and social activities benefits caregivers by 
alleviating the anxiety associated with grief years after the loss [17]. By improving 
their ability to care for themselves, informal caregivers can optimize care for their 
loved ones, reducing the likelihood of hospital readmissions and the associated 
costs to the medical services providing care [38, 92, 93].

All of these findings suggest that cancer caregiver programs should include 
information on how to manage caregiver-related stress in the early survivorship 
phase and how best to identify and recruit effective social programs to improve 
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caregivers’ personal and social resources in early survivorship, as depression is a 
long-term problem for this population [78]. In addition, the different characteristics 
of cancer care and the psychological factors of individuals participating in cancer 
care at various stages of survivorship are critical to improving the effectiveness of 
care and maximizing the quality of life of survivors and caregivers [94].

3	� Interventions for the Management 
of Caregivers’ Burden

Family caregivers report high levels of discomfort, highlighting the need to screen 
caregivers and identify individuals who might benefit from psychological interven-
tions and support [95]. In addition, the literature states that given a choice between 
a social support system intervention and a reduction in caregiver burden, the latter 
may be better suited to reduce the intensity of depressive symptoms in spousal care-
givers of cancer patients [54]. These insecure caregivers would benefit from educa-
tional programs that would improve their caregiving skills and encourage them to 
seek help from other family members or community members [23].

3.1	� Good Examples

The reality is that stress management, family-based interventions, and programs for 
family members are needed throughout the disease course [74, 91]. Findings imply 
that cancer survivorship programs should engage family members and provide reg-
ular psychological treatment beyond the initial survivorship phase. In addition, per-
sistent psychological distress and difficulties with role adjustment have been 
documented in spousal caregivers approximately 1 year after the completion of can-
cer treatment, with scores significantly higher than healthy controls [74].

Patients’ spouses, siblings, children, parents, and friends are considered family 
caregivers. Family caregivers bear a significant burden in providing informal and 
supportive care to cancer patients throughout cancer treatment, as they must cope 
with suffering at a considerable physical distance from their support networks, give 
up their jobs to be within reach of services, or struggle to incorporate religious and 
cultural requirements into caregiving [40]. The psychological adjustment of cancer 
caregivers who perform multiple roles, particularly those employed and care for 
children, depends on the availability of community-based services. Intervention 
programs targeting informal cancer caregivers who fulfill multiple social functions 
should be developed to help them adjust to their new caregiving roles and improve 
their quality of life [96]. In addition, couples may benefit from interventions that 
will enhance their ability to cope with psychological distress, especially their 
spouse. This may support both couples’ mental and physical health coping with 
cancer [97]. Research shows that cancer survivors and their caregivers are inextrica-
bly linked. Therefore, caregiver quality of life initiatives should focus on caregivers 
and caregiver-survivor couples [98]. While our knowledge of the caregiving process 
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is improving, there is an urgent need to pay more attention to the barriers families 
experience during the disease process [44]. Identifying the unmet needs of family 
caregivers should be the first step in developing initiatives to improve caregivers’ 
quality of life [99].

We have established a solid foundation for establishing successful programs over 
the past two decades as various research efforts have identified the needs of cancer 
patient caregivers [44]. Despite the decreasing stigma associated with seeking psy-
chological support in the modern era, some research indicates that informal caregiv-
ers of patients with terminal cancer are rarely offered psychosocial support [100]. 
Studies examining the effectiveness of psychosocial interventions to reduce psycho-
logical distress in cancer caregivers found that psychosocial interventions success-
fully reduced depression and anxiety in cancer caregivers compared with usual care 
[101]. Psychological interventions may help reduce the burden on informal caregiv-
ers of cancer patients. However, more careful, multicenter randomized controlled 
trials and examining the long-term effects of psychosocial interventions on caregiv-
ers are needed [102]. Caregivers’ needs may vary at different stages of the care path-
way, and support should be tailored to meet those needs accordingly. There is still 
considerable range and inconsistency in the content and quality of research examin-
ing the function of psychological support for caregivers. Psychoeducational pro-
grams to support family caregivers are widely used [21], but cognitive-behavioral 
interventions for informal caregivers of cancer patients and survivors have had a 
modest overall impact [75]. Although cognitive-behavioral therapy components such 
as coping skills training, problem-solving, cognitive restructuring, structured home-
work, and relaxation were found to be marginally more effective for younger, female 
caregivers, the effect of cognitive-behavioral interventions was not statistically sig-
nificant compared to a control group in randomized designs [75]. Caregiver stress 
can be managed with emotion regulation therapy and life review therapy, which may 
also have a protective effect on informal caregivers’ self-esteem [84, 103, 104].

In addition, findings suggest that both survivors and caregivers may benefit from 
interventions that increase their capacity for meaning and peace in the cancer expe-
rience, which may be associated with improved mental and physical health for 
themselves and their partners as they engage with cancer beyond the early stages of 
the disease process [52]. In addition, informal caregivers may benefit from interven-
tions that strengthen their ability to accept their circumstances and find meaning in 
their caregiving experience, resulting in overall satisfaction with life and decreasing 
depressive symptoms [105].

The needs of informal caregivers in cancer are primarily unmet, as studies have 
shown that informal caregiving for a relative or friend who has cancer or advanced 
terminal illness can lead to a variety of problems, including insomnia, deterioration 
in overall health, exhaustion, and anxiety/depression [106]. Here, there is a particu-
lar need to identify the unmet needs of family caregivers during the long-term sur-
vivorship phase and establish programs to assist them in psychosocial and spiritual 
adjustment to cancer in the family [78]. In the long-term survivorship phase, inter-
ventions for caregivers must take into account caregivers’ fear of recurrence of their 
patient’s cancer [3]. In addition, cancer survivors and their family caregivers may 
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benefit from interventions that improve their ability to control the fear of recurrence, 
improving their mental and physical health later in life, such as during the long-term 
survival phase [107].

As the number of older cancer patients continues to increase, the growing num-
ber of caregivers of older cancer patients has expanded the caregiving work to 
include the unique issues associated with the needs of oncology, palliative, and end-
of-life care [18, 108]. Although caregivers are essential partners in promoting the 
health and well-being of older cancer patients, they are often excluded from patient 
education initiatives before discharge [53]. A recent review examining the impact of 
various support programs focusing on psychoeducational needs through face-to-
face sessions, and counseling indicates that support programs aimed at addressing 
disparities must be effective and sustainable if they are to go beyond addressing a 
specific health disparity and help affected groups empower themselves through sys-
temic change [109].

3.2	� eHealth Options

Information and communication technology has become increasingly important in 
recent decades in facilitating information delivery and data sharing, overcoming 
physical barriers, and addressing human needs. eHealth refers to disseminating 
information about diseases or health care and supporting patients and informal care-
givers through computers or related technologies. eHealth interventions are increas-
ingly used in cancer care, for example, to help patients and informal caregivers 
manage everyday symptoms and problems [110].

In addition, eHealth systems can enable collaboration among numerous hospital 
settings to improve health services, patient engagement, monitoring, and manage-
ment and provide rapid access to expert advice and patient information regardless 
of where patients are located or where data are collected. For example, interventions 
that use phone calls or eHealth technologies aim to improve caregivers’ physical 
and emotional well-being to meet various user needs [14]. Although studies indi-
cated substantial benefits in some of the caregiver categories studied, they often had 
tiny effect sizes [69]. While systematic research found an impact of eHealth on 
cancer patients’ knowledge, information literacy, and perceptions of the help they 
received, very few systematic reviews examined eHealth for informal caregivers of 
cancer patients [110]. Caregivers will benefit from tailored programs based on their 
early survivorship demographic characteristics (younger caregivers, e.g., reported 
high levels of unmet needs), which will ensure their long-term quality of life after 
diagnosis, as gender was significantly associated with unmet psychosocial needs at 
2 years [98]. From the perspective of the post-cancer, survivorship period, caregiv-
ers’ baseline demographic characteristics, and perceived caregiver stress must be 
examined earlier. This will help identify subgroups of caregivers whose different 
needs are less likely to be met after their patients die [77]. Caregivers’ ethnicity, 
income, and marital status should be considered when developing programs to help 
subgroups of caregivers meet their needs related to cancer care [98].

D. L. Csaba



25

Future studies are essential to examine whether video-based instructional inter-
ventions are feasible and helpful as a support tool for caregivers, mainly when 
YouTube is used for pain management [111]. To this point, evaluations have sug-
gested that nurses and helping professionals could more effectively support home-
based caregivers by providing the knowledge and feedback needed to perform 
practical caregiving tasks. By meeting the suitable needs of informal caregivers, 
health professionals working at the interface of home and palliative care may assist 
informal caregivers more effectively [112].

3.3	� Policy Action Needed

Family caregivers of cancer patients may benefit from social, health, and service 
policies that uniquely address their emotional and physical distress [113]. Because 
informal caregivers make a significant contribution to cancer care, cancer policy 
increasingly focuses on and recognizes the importance of providing effective and 
appropriate support to informal caregivers in managing the impact of their caregiv-
ing responsibilities in addition to their regular job or other caregiving responsibili-
ties [21]. For example, employers may provide early support and assistance to 
employees caring for cancer patients, such as 45 sick leave days per year [114]. The 
importance of this issue may reflect a widespread recognition of the tasks caregivers 
undertake and the associated expenses [72].

Because of the complexity of the caregiving experience, known characteristics 
that contribute to caregiver burdens, such as physical health, mental health issues, 
socioeconomic status, social isolation, and family or social support, will persist and 
often be exacerbated by new cancer therapies. However, given the essential role 
informal caregivers play in complementing formal care, creative solutions are 
needed to address these new issues and needs on care throughout the cancer trajec-
tory [115]. This requires the development of appropriate care plans for family care-
givers of cancer survivors as long-term survival progresses [77]. While key family 
caregiver organizations are fighting for “caregiver-friendly” legislation and pro-
grams at the national level, advocating for the unique needs of family caregivers of 
cancer patients may be most successful at the state and local level, where legislators 
are most accessible [44]. Given the significant burden and distress associated with 
cancer caregiving, greater emphasis should be placed on improving social service 
policies and practices [113].

4	� Conclusion and Outlook

Most of us will be affected by cancer at some point in our lives. Given the increasing 
investment in psychosocial cancer care research [72] and the fact that cancer care-
givers face the simultaneous stress of significant role transitions and additional 
responsibility for patient needs, often resulting in caregiver burden, there is acknowl-
edgment that informal caregivers of chronically ill patients also require care and 
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support [75]. However, despite the rapid increase in cancer caregivers, there remain 
significant gaps in knowledge regarding the variables that lead to individual differ-
ences in the cancer care experience [23].

The COVID-19 pandemic directly impacted informal caregiving and increased 
the burden of family caregivers [116]. The need to maintain a social distance and 
take extra measures to avoid COVID-19 viral transmission almost certainly signifi-
cantly impacted the experience of formal and informal cancer care [117]. Family 
caregivers of community-dwelling elders have faced significant caregiving chal-
lenges due to the breakdown of institutional and informal support networks during 
the COVID-19 epidemic [118]. Nonverbal information cannot always be sent or 
received, making it difficult to offer and receive care in delicate situations [119]. 
Increased stress, pain, depression, sleep problems, and irritability are frequently 
reported health outcomes [116]. Informal caregivers, in particular, may need treat-
ments to promote sleep duration and quality during COVID-19 [120]. Therefore, 
immediate action is required to alleviate the increasing burden of cancer caregiving 
and continue supporting caregivers.
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Caregiving Within the Context  
of Elder Care

Deborah Boyle

1	� Introduction

Societal aging is a global phenomenon. It refers to the proportion of older people 
(age 65 or above) relative to the rest of the population. Worldwide, an estimated 703 
million persons are age 65 or older [1]. By 2050, this number will total over 1.6 bil-
lion people, with 1.3 billion (75%) residing in developing regions [2, 3]. The twenty-
first century has the unique distinction of being the first era when older adults 
outnumber children [4–6].

There are several origins of this aging evolution. First is the significant escalation 
in life expectancy, second is the aging of the “baby boomer” generation, and third is 
the increase in the world’s older populace, commonly referred to as the “Silver 
Tsunami.”

2	� Origins of Global Aging

2.1	� Extension of Life Expectancy

Since the mid-twentieth century, longevity projections have doubled in most devel-
oped nations [7]. Currently, 34 countries have life expectancies over age 80 years 
(Table  1). The ability to live longer is associated with enhancements in three 
major areas:

	1.	 Socioeconomic development (i.e., quality of water and food supply, improved 
hygiene, housing expansion, enculturation of safety prototypes)
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Table 1  Top country 
rankings with the highest life 
expectancya (>age 80)

Rank Country Life expectancy (both sexes)
1 Hong Kong 85.29
2 Japan 85.03
3 Macao 84.68
4 Switzerland 84.25
5 Singapore 84.07
6 Italy 84.01
7 Spain 83.99
8 Australia 83.94
9 Channel Islands 83.60
10 Iceland 83.52
11 South Korea 83.50
12 Israel 83.49
13 Sweden 83.33
14 France 83.13

Martinique
15 Malta 83.06
16 Canada 82.96
17 Norway 82.94
18 Ireland 82.81
19 New Zealand 82.80

Greece
20 Netherlands 82.78
21 Guadeloupe 82.74
22 Portugal 82.65
23 Finland 82.48
24 Belgium 82.17
25 Austria 82.05
26 Germany 81.88
27 Slovenia 81.85
28 United Kingdom 81.77
29 Cyprus 81.51
30 Denmark 81.40
31 US Virgin Isles 81.17
32 Taiwan 81.04

Source: worldometers.info.demographics/life-expectancy/# 
counttries-ranked-bylife-expectancy; retrieved 1/20/2022
aOf note are life expectancies in the world’s largest countries: 
Russia 72 years, China 77 years, US 79 years

	2.	 Advent of public health initiatives (i.e., illness screening potential, vaccination 
availability, improved sanitation, expanded community-based health education, 
and outreach to rural settings)

	3.	 Growing sophistication of medical expertise; examples of which includes:
•	 Scientific discoveries in drug development (i.e., antibiotics, pharmacothera-

pies to manage chronic illness, supportive care medications)
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•	 Technological innovation (i.e., radiological capacity and availability, critical 
care monitoring)

•	 Evolution of medical sub-specialization expertise (i.e., condition or illness-
specific knowledge for a select patient population)

Yet, while these considerable improvements have positively influenced the likeli-
hood of living longer, they have also elicited a global burden of late-life disease, 
which most healthcare systems have not anticipated nor prepared for [4, 7–9]. Aging 
is challenging the maintenance and viability of existing health systems, particularly 
in developed countries [10].

2.2	� The “Baby Boomer” Generation

The cohort of those born between 1946 and 1964 are referred to as “baby boomers” 
[11]. They characterize the outcome of the significant birthrate escalation following 
the end of World War II. Baby boomers represent the largest developmental subset 
in many developed nations. Their aging has significant implications for healthcare 
service utilization in later life and caregiving requirements associated with age-
related dependency. The year 2011 was a key milestone in the genesis of the baby 
boomers as this marked the first year that the initial cohort (born in 1946) reached 
age 65 and officially became older adults. Their full transition into old age will 
culminate in 2029 when all the baby boomers will be elderly (between the ages of 
65 and 83 years).

2.3	� The “Silver Tsunami”

The worldwide escalation of older adults within population demographics has been 
termed the “Silver Tsunami” [8, 12, 13]. Table 2 depicts this global growth. Asia 
and Europe are home to the world’s largest elderly populations. Countries with the 
highest percentage (at least one in five) of older adults are listed in Table 3. Southern 
Europe represents the oldest region in the world with an average of 21% of the 
population being elderly. Six countries have both large percentages of elderly and 
extended life expectancies, namely, Japan (85  years), Italy (84  years), Croatia, 
Portugal and Greece (each with 83 years), and Finland (82 years) (www.prb.org/
resources/countries-with-the-oldest-populations-in-the-word). As a result, many 
European countries are facing serious limitations within their national public health 
welfare systems. Of note is that this current dilemma precedes the full contingent of 
baby boomers reaching old age.

A declining global birthrate has also influenced the predominance of the elder 
majority [20]. This has resulted in an altered dependency ratio, namely, a dispropor-
tionate number of older adults requiring care, in tandem with a reduction in the 
availability of lay family caregivers to render needed care [2, 19, 21, 22]. 
Additionally, the presence of home-based female caregivers has declined mostly 
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Table 2  General global implications of the ‘Silver Tsunami’

Country/
region Current and future projections
Asia • � Among developing countries, China is the fastest growing aging country 

where the older population will account for 25% of the country’s population 
by 2050

• � 70–85% of those aged 60 or older live with their children
• � Within southeast Asia in particular, a faster rate of aging is occurring 

compared to other regions
Europe • � Europe is aging faster than any other region in the world and will remain the 

oldest global site for the remainder of the twenty-first century
• � 25% (one in four) of the collective population is over age 60 years, and this 

population will reach 35% by 2050
• � 35–40% of elders who reside in Sweden, the United Kingdom, Finland, and 

Denmark live alone
• � Over 82 million people of migrant origin live in European countries of which 

14.4% are older than age 65; these numbers are expected to increase in the 
coming decades

United 
States

• � Between 2015 and 2030, the US population aged 65 and older will escalate 
by 55% with 10,000 individuals turning 65 years old daily

Combined 
metrics

• � By 2030, the elderly in Asia, Latin America, and the Caribbean will double

Source: [14–19]; DesRoches, Chang, Kim, Mukunda, Norman, Dittus, Donelan (2022); Monsees 
J, Schmachtenberg T & Thyrian J (2022); Zubiashvili & Zubiashvili, 2021; Bachman; Sambasivam, 
R, Liu J, Vaingankar et al. (2019); Jakovljevic; Marois

Table 3  Countries with the 
largest % older adults

Country % Elderly
Japan 28.2
Italy 22.8
Finland 21.9
Portugal 21.8
Greece
Germany 21.4
Bulgaria 21.3
Croatia 20.4
France 20.3
Latvia
Serbia 20.2

Source: United Nations; Population Division, World Popu-
lation Prospects, 2019; https://population.un.org/wpp/
download/standard/population

due to the increased integration of women into the workplace. High rates of divorce 
and greater geographic relocation of adult children also have limited on-site care-
giver availability and heightened numbers of elders potentially requiring care (i.e., 
step-parents, step-grandparents).
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3	� Prominent Themes in Elder Caregiving

In 1990, the term “informal caregiver” first appeared in the literature [23]. The role 
characterized the provision of free, home-based support by a lay family member or 
friend [24]. In the United States, it paralleled the increasing exodus of healthcare 
delivery rendered outside of the acute care setting. Unfortunately, an absence of an 
equivocal transition of healthcare professionals to ambulatory and home settings did 
not occur. Thus, this gap was filled by unprofessional, untrained family caregivers.

Globally, the largest cohort of informal caregivers are older adults. The ill family 
member’s condition largely dictates caregiving responsibilities. However, there are 
additional considerations that influence caregiving capacity. These include the phe-
nomena of caregiver burden, the prominence of co-morbidity, problems navigating 
the healthcare system, and the presence of ageism.

3.1	� Caregiver Burden

Research into the nature of older adults rendering care to an older spouse, sibling, 
or adult child has depicted generally negative consequences. Examples of such 
include the prominence of poor sleep, increased fatigue, inadequate diet, absence of 
self-care, and overall declining physical and mental health [25]. The concept of 
caregiver burden has been conceptualized as the extent to which caregivers perceive 
their assistance has had an adverse effect on their emotional, social, financial, physi-
cal, and spiritual functioning [26]. Given and Given [27] characterized it as an 
imbalance between demands (objective and subjective) and caregiver coping 
resources.

Globally, geography and socioeconomic status best correlate with the provision 
and availability of caregiver support to counter burden. In developing nations, the 
expectation to care for an ill loved one usually remains with the family unit, often 
with little or no assistance from government or other external agencies. Service 
procurement within developed countries (i.e., European nations, Canada, Australia) 
vary greatly. Even with support availability, it may be episodic, time-limited, and 
problem-focused (vs comprehensive) and may engender added cost. In this regard, 
two extremes typify the varied nature of caregiving assistance across countries.

The US healthcare system has the least consistency of service options. Cost and 
availability are largely dependent on health insurance type, employment type and 
status, and geographic residency. Shift-specific and around-the-clock support at 
home are always an out-of-pocket expense. Long-term care requires added insur-
ance supplements, and that which is provided via federal subsidy (i.e., Medicaid) is 
continually scrutinized for need justification. On the other hand, municipalities in 
Sweden are required by law to render needed healthcare services in the home setting 
for their residents [28].

Whether with or without the provision of external aide, the overall orchestration 
of care remains with the primary caregiver. This course of action involves schedul-
ing appointments, managing transportation needs, navigating the healthcare system, 
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managing finances, and acting as an intermediary [29]. Van Houten and colleagues 
[30] enumerated varied caregiver overarching roles of manager and gatekeeper as 
well as direct care provider, which all require knowledge, organizational, tactical, 
and recruiting skills on behalf of the ill family member. Other categories of expected 
caregiver competencies are depicted in Table 4. The number of tasks, their complex-
ity, and the time required to plan and perform them directly correlate with caregiver 

Table 4  Multidimensional components of care mastery expected of informal cancer caregivers

Care coordination
• � Schedule medical care appointments
• � Accompany and navigate the healthcare 

system: parking, waiting, accessing 
wheelchair

• � Understand varied roles of providers (i.e., 
who to ask for what)

• � Coordinate visitation
• � Shop for and order supplies, medications, 

equipment
• � Mobilize resources
• � Determine delegation of tasks (i.e., which 

and to who)
• � Anticipate and troubleshoot gaps in care
• � Plan transition to new care sites

Informational
• � Prepare questions relative to appropriate care 

provider
• � Chronicle progress to providers
• � Liaison with professional network to 

determine next steps
• � Manage information exchange
• � Participate in problem-solving and 

decision-making
• � Provide medical updates about patient status 

to social and employment network
• � Liaison with family network to inform nature 

of patient status
• � Explain rational for treatment decisions to 

family members
Psychosocial
• � Respond to negative emotions
• � Provide encouragement to patient
• � Offer reassurance to family
• � Plan opportunities for socializing
• � Manage personal emotions
• � Manage frustration related to system 

fragmentation
• � Contain anxiety about the unknown
• � Assume responsibility for self-care

Functional
• � Assist with ADLs, IADLs
• � Assume responsibilities for doing or 

delegating domestic tasks (i.e., meal shopping 
and preparation, cleaning, home upkeep)

• � Assist with adherence to care 
recommendations (i.e., exercise)

• � Troubleshoot medical equipment malfunction
• � Arrange or provide for transportation

Nursing care
• � Assist with toileting, mobility
• � Monitor weight loss, sleep, pain, mood, 

fatigue, and other symptoms
• � Assess intensity and pattern of toxicity
• � Manage symptom distress
• � Advocate for medication titration
• � Describe the nature of potentially 

emergent symptoms and scenarios
• � Modify patient care based on condition 

changes
• � Perform drain, port, wound care, and 

dressing changes
• � Determine environmental safety
• � Advocate on patient’s behalf
• � Assess nature of patient and family coping
• � Make referrals when indicated
• � Ensure advance care planning paperwork 

is available

Pharmaceutical
• � Oversee drug utilization
• � Organize, supervise, request refill orders
• � Ensure dose/schedule accuracy
• � Fill pill reminder devices
• � Monitor level of adherence
• � Consider strategies to improve adherence
• � Monitor symptoms associated with new 

medication
• � Respond to and/or research suggestions 

advocating use of complementary substances
Financial
• � Maintain/file of medical paperwork
• � Oversee bill payment
• � Lobby with insurers
• � Track paperwork documenting discrepancies 

or problems
• � Establish location of will
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stress. This influences the perception of burden which directly correlates with the 
degree of caregiver well-being. While each caregiver has their own threshold of 
what can be accommodated, generally, the higher the number of responsibilities, the 
more difficult they are, and the amount of time required to complete them influences 
the magnitude of caregiver distress.

Of critical importance is the fact that lay family caregivers, usually with no back-
ground in a medical field, are expected to assume numerous caregiving duties, 
which are often complex and multifaceted and must be learned quickly [21, 31]. 
These expectations are proxy professional duties that nurses, physical therapists, 
physicians, pharmacists, dieticians, and social workers enact that require years of 
study to master [32].

Foundational to the experience of burden is the critical absence of caregiver edu-
cation [33]. This lack of preparatory training engenders anxiety about the caregiv-
er’s assumption of new responsibilities, especially those customarily performed by 
professional healthcare providers [32, 34, 35]. Caregivers are expected to be over-
night “pseudo clinicians” and “learn on the job.” In tandem with this is the absence 
of ongoing support by the healthcare team to assist with problem-solving and offer 
counsel over time. If the ill person’s needs are complex and extensive and when 
considerable caregiver strain is likely (such as in the case of end-of-life care), this 
gap in professional service availability becomes particularly relevant [36, 37]. As a 
result, caregiver worry, fear, and feelings of alienation and abandonment prevail and 
are likely intensified by the uncertainty, unpredictability, and uncontrollability of 
the care situation [38, 39].

The magnitude of caregiving competency expected of lay family members is 
greatly underappreciated by healthcare professionals. An excellent example of this 
relates to medication management, which is a care expectation that many lay care-
givers worry most about. Table 5 delineates numerous components of proficiency 
required to assist the patient with drug administration and adherence.

3.2	� Co-morbidity

The traditional medical care model has focused on the treatment of one disease [42]. 
This orientation is not appropriate within the context of aged care due to the com-
mon prominence of multiple chronic illnesses co-occurring. This condition is 
referred to as co-morbidity and most distinguishes the elderly from the young.

Common co-morbid illnesses include ischemic heart disease, hypertension, 
hyperlipidemia, diabetes, and arthritis [43, 44]. The likelihood of having two or 
three concomitant diagnoses increases with age and a history of negative lifestyle 
behaviors (i.e., smoking, obesity). In the United States, nearly 70% of Medicare 
beneficiaries have two or more chronic illnesses [45]. Hence, with increasing lon-
gevity comes the potential for living years with disability.

Associated with co-morbidity is the corollary of polypharmacy, which refers the 
prescription of five or more drugs for routine use. Generally, one to two medications 
are ordered per illness; hence, polypharmacy is common in older adults with 
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Table 5  Expected elements of medication management by informal family caregivers

Need Specific indication
Administering • � Assist with device use when needed

• � Perform injections (i.e., anticoagulants, growth factors, sub-cutaneous pain 
medications)

Communicating • � Interface with provider and pharmacy to ensure correct medication and 
dosage

• � Follow-up with PCP, pharma with questions and/or delay issues
• � Provide information for pharma assistance with medication purchase
• � Document dosing
• � Relay perceptions with PCP about adherence issues
• � Reiterate/lobby/persuade drug need with patient
• � Lobby for drug change with data

Handling • � Cut tablets
• � Check/assess consumption (by route)
• � Ensure proper use of waste containment (when indicated)

Organizing • � Pill box (or related device) ongoing/repeated nature
• � Documentation log to track use

Procuring • � Order and oversee medication availability in home
• � Pick up medications
• � Purchase supplies (pill box or system), gloves, alcohol wipes, bandaids, 

miscellaneous devices (inhaler, nasal spray, BP machine, diabetic testing 
strips, anticoagulant monitoring); special waste receptacle (antineoplastics)

Understanding • � Gather information (nature of toxicity)
• � Evaluate response
• � Make dose/schedule adjustments for PRN dosing
• � Correlate toxicity with potential drug source

Sources: [40, 41]

multiple chronic conditions [46]. Concerns when this prevails are increased toxicity 
due to age-related changes in pharmacokinetics and pharmacodynamics, which 
alter drug metabolism. Drug-drug interactions may occur. Non-adherence, falls, and 
acute confusion are also likely but are potentially avoidable.

When multiple healthcare providers focus singularly on one ailment, often a 
coordinated effort to oversee drug therapies does not occur. For older adults under 
the care of three or more providers, patients may be prescribed more than a dozen 
medications routinely usually with some type of negative sequelae occurring. The 
SHARE (Survey of Health, Aging and Retirement in Europe) database has been 
used to determine the prevalence of polypharmacy in 17 European countries [47]. 
This research revealed that Switzerland, Croatia, and Slovenia had the lowest rate of 
polypharmacy (i.e., 25.0–27.4%), while Portugal, Israel, and the Czech Republic 
had the highest (37.5–39.9%). De-prescribing, or the purposeful discontinuation of 
unnecessary drugs or those with toxicity potential, is a contemporary approach to 
medication reconciliation that can reduce the negative sequelae of multiple drug 
therapy prescribing.

While considering the challenges co-morbidity poses for patients, the older care-
givers’ health status must also be taken into account as they too may have multiple 
illnesses requiring ongoing management. The combined implications of dual 
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caregiving (for spouse and self) may be overwhelming for the elder caregiver. In 
these instances, the caregiver often prioritizes the needs of their ill family member 
and neglects their own health. Thus, elder caregiving may occur at the expense of 
their own physical and emotional health, which in turn can also impact the quality 
of caregiving [48]. Hence, the caregiver may be an “invisible” or “hidden” patient. 
When this occurs, the dyad, not just the patient, becomes in need of professional 
care [49–52]. Further investigation is needed into concerns about heightened mor-
tality rates in older caregivers due to these dual demands of caregiving [53, 54].

3.3	� Problematic Healthcare Navigation

Whether it be the office, clinic, hospital, or care home, healthcare environments 
represent foreign domiciles to older adults. These locations are generally associated 
with illness, bad news, pain, suffering, and the unknown. Thus, anxiety often pre-
vails when older adults enter these care settings.

The presence of age-related neurosensory alterations can compromise sight, 
hearing, memory, and gait and thus require accommodation in new environments. 
Also, visits are traditionally short, not allowing for discussion and questions. This is 
particularly important as information often requires reiteration due to hearing and 
sight impairment. Hence, acknowledging signage, reading consents, hearing instruc-
tions (and remembering them), and making adjustments to small, cluttered spaces 
present a plethora of navigation obstacles for many older adults within healthcare 
settings.1

3.4	� Ageism

Most Asian and indigenous cultures revere their elders and respect them for their 
wisdom emanating from life experiences [55, 56]. Many older matriarchs and patri-
archs serve critical roles as decision-makers within their family constellation. Filial 
piety, the duty and responsibility for adult children to care for aged parents, is 
embedded in many of these customs [57]. Being disrespectful, perceiving older 
family members as burdens, and undermining or dismissing elders needs are never 
tolerated. Yet, in other parts of the world, these negative attitudes and behaviors are 
the norm.

Ageism refers to prejudice against people of older age. Similar to racial, gender, 
and ethnic discrimination, it is based on negative stereotypes that marginalize and 
oppress [58]. Contemporary ageism prevails in a world that idealizes youth over old 

1 Traversing these settings has been recognized as so stressful for older adults that some elder-
centric hospitals employ valets to help with reading signage, using stairs and elevators, locating 
designated areas within the hospital, and even having font size enlarged on patient education mate-
rials so it can be read without the use of a magnifying glass. These are examples of age-friendly 
environments especially designed with older adults needs prioritized.
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age. It transcends the boundaries of the healthcare environment where inequities 
can be manifested and takes many forms. Ageism creates assumptions that all older 
adults are homogeneous, namely, frail, dependent, cognitively impaired, asexual, 
and intolerant of treatment, and are uninterested in wellness [59, 60]. A major 
example of ageism in clinical practice is the absence of differentiating subsets of 
older adults.

In health care, all older adults over age 65 are assumed to be the same. Yet, with 
increasing age, there is a biophysiological decline that differentiates a 65 years old 
from an 85 years old. Changes based on progressing age influence clinical assess-
ment, treatment decision-making, and psychosocial adjustment. This is comparable 
to how children are appraised by developmental subset. To that end, geriatric spe-
cialists recommend utilizing comparable age-specific subsets of older adults. This 
representation commonly distinguishes “young-old,” as being age 65–75  years; 
“middle-old,” as being age 75–84 years; “old-old,” as being age 85 years and above; 
and “elite old,” being age 100 and over [61].

3.4.1	� Choosing Geriatrics as a Specialty
There is a critical component of ageism that has global implications for the future 
of health care. Despite forecasts warning that a heightened demand for a workforce 
focusing on the needs of older adults is required, this has not resulted in an expand-
ing cohort of students and clinicians entering the field of gerontology [8, 14].

Numerous etiologies of this dilemma include the presence of ageism, which lik-
ens care of older adults as less exciting and research-driven than other high-tech 
specialties. The absence of required education in gerontology within professional 
training curricula diminishes aged care’s importance as compared to other specialty 
foci. The predominance and challenges of ethical concerns embedded in clinical 
practice may also be a factor [62]. Finally, difficult work conditions, inadequate pay, 
and lack of social recognition of geriatric health specialists also contribute to the 
lack of appeal as a career choice [9].

Now and in the immediate future, there is a pressing disconnect between demand 
and availability of a geriatrically trained healthcare workforce [63]. Building spe-
cialty labor capacity requires the support of many stakeholders and necessitates 
considerable educational effort to heighten awareness [64]. Thus, there is a pressing 
need to expose the reality of ageism’s prominence throughout all of health care 
before elder-sensitive positive change can occur.

4	� Major Illnesses in the Elderly

Advanced age is a well-known risk factor for cancer, dementia, heart failure, and 
stroke. The caregiving expectations associated with these four illnesses relate to the 
disease itself, the acute or chronic nature of the condition, the point in time which it 
occurs across the disease continuum, and the type(s) of treatment employed. To 
elucidate family caregiving requirements, select characteristics of each illness are 
highlighted.
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4.1	� Cancer

Cancer is responsible for an overwhelming disease burden globally. Consider the 
following:

•	 Between 2006 and 2016, worldwide cancer incidence increased by 28%.
•	 Currently, one in five men and one in six women will develop cancer in their 

lifetimes; one in eight men and one in 11 women will die from it.
•	 Contemporary death rates in men are 43% higher than in women.
•	 Half of all new cases and more than half of cancer deaths occur in Asia in part 

due to the continent’s home to nearly 60% of the world’s populations.
•	 By 2040:

–– Global cancer incidence will exceed 27 million new cancer cases.
While an estimated increase in cancer incidence will occur in all countries, 
there will be proportionately greatest increase in low- and middle-income 
countries.2

–– Cancer will increase by 21% in Europe [65–69].

These societal trends are expected to continue due in large part to increases in 
life expectancy.

4.1.1	� Distinguishing Characteristics
Cancer is a unique illness in that it encompasses over 100 subtypes, each character-
ized by its tissue of origin, pathological features, illness trajectory, treatment 
options, and prognostic indicators. Yet despite these distinctions, malignancies 
share the common feature of an overproduction of abnormal cells, with no purpose 
other than to usurp nutrients from normal structures and interfere with customary 
bodily function. Ultimately, the cancer cells’ viability is maintained to the detriment 
of normal tissue.

Cancer is a disease of aging. Nearly two-thirds of all cancer diagnoses occur in 
adults over age 65 years and one’s risk for developing cancer increases with age 
[70]. The most frequent cancers globally vary depending upon the region’s eco-
nomic development status and associated socio-behavioral norms [71]. However, 
four malignancies—breast, prostate, lung, and colorectal—make up nearly one-half 
of all cancer incidence worldwide, and these cancers occur predominantly in the 
elderly [72, 73].

2 The World Bank classifies global economies into four groups based on gross national income per 
capita: high income (>$12,695.00; exs = Australia, Canada, Finland, Germany, United States), 
upper middle income ($4096.00–12,695.00; exs = Angola, Brazil, China, Libya, South Africa), 
lower middle income ($1046–$4.095; exs.  =  Congo, Egypt, India, Nigeria, Sudan), and low 
income (<$1046; exs. = Afghanistan, Ethiopia, Honduras, Nepal, Uganda)

Source: https://www.worldbank.org; www.blogs.worldbank.org
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4.1.2	� Themes in Elder Cancer Caregiving
There are two prevalent content domains in cancer caregiver coping that require 
elucidation. They include reactions to the most universally feared illness and engag-
ing in complex caregiving.

Fear
While contemporary advances in early detection and treatment have resulted in sig-
nificant improvements for numerous malignancies, cancer remains the most feared 
illness globally. The common perception of cancer as an automatic death sentence 
is foundational to understanding family caregiving. Anticipating a premature death 
prompts ongoing, and at times unrelenting, anxiety that interferes with the patient/
family dyads’ ability to comprehend and adjust to the many new demands imposed 
upon the family unit. Contributing to this fear is the common occurrence of toxicity 
related to therapeutic interventions. When caregivers observe their loved one strug-
gling to manage multiple side effects, they often feel helpless to reduce what they 
consider to be “suffering.”

Also, there is lack of understanding about the heterogeneity of cancer. Not all 
cancer diagnoses are alike. Cancer is an umbrella term with many subtypes, each 
having caregiving responsibilities highly dependent on the type of malignancy, the 
treatment employed, and stage of disease. Thus, expectations to care for an elderly 
spouse with advanced prostate cancer with bone metastases are very different than 
those required by an elderly widower upon hospital discharge with newly diagnosed 
acute myeloid leukemia. This fact needs to be emphasized as many caregivers have 
expectations based on hearsay, conjecture, and past experience that influence their 
coping. Educating the caregiver about the unique aspects of the malignancy can 
reduce emotional distress through the provision of accurate information and negate 
the worry associated with false assumptions.

New Caregiving Expectations
Older informal caregivers often find themselves assuming and balancing a plethora 
of new roles [2]. These responsibilities may occur overnight and without notice [32, 
74]. In instances where long-term marriage or partnership is the norm, it is difficult 
to assume new responsibilities when roles have been enacted over decades. 
Additionally, patient needs often fluctuate across the cancer continuum necessitat-
ing caregivers to be in a perpetual learning mode. Given and Given [27] identified 
three timeframes when caregiver involvement is most intense: during active cancer 
treatment, the first 2 years following diagnosis, and during end-of-life care. These 
points in caregiving require different skill sets and thus competency enhancements.

Stress may also stem from financial concerns. When living on a fixed income, the 
presence of added cancer-related expenses can strain a relationship. The number of 
hours of caregiving required and the degree of lifestyle disruption that ensues are 
other important parameters of stress. The majority of older cancer caregivers render 
support to their spouse/partner for an average of 40 h per week [75]. In addition to 
worry about financial insecurity, the cumulative outcomes of ongoing stress may 
include a reduction in quality of life, an increase in depression, and incidence of 
new health issues, even early death in lay caregivers [29, 33].
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4.2	� Dementia

Dementia is one of the greatest healthcare challenges of the twenty-first century 
[76]. Globally, more than 50 million people are living with dementia, and this esti-
mate is expected to triple, reaching 152 million by 2050 [77]. Additionally, in the 
past two decades, dementia-related deaths have increased by more than 145% [78]. 
Pervasive stigma about the disease prevails due to a global lack of understanding 
and its association with mental health challenges [79]. Limited resources to diag-
nose and manage dementia, a low level of awareness of the disease, and an absence 
of supportive health services position low- and middle-income countries (LMIC) to 
struggle most with the provision of dementia care [80–82].

Dementia is an age-related neurodegenerative illness characterized by an insidi-
ous downward trajectory of progressive deterioration often evolving over a decade 
[83, 84]. Existing therapies attempt to alter dementia’s course and manage disease-
related neuropsychiatric symptoms (NPS) [76]. However, it remains an irreversible, 
terminal illness with no cure. Alzheimer’s disease is the most common cause of 
dementia and is staged using mild, moderate, and advanced severity ratings.

4.2.1	� Caregiver Characteristics
Dementia is a family illness that affects the well-being of all its members [80]. The 
initial diagnosis confirms their official transition into a caregiving mode, which 
impacts interpersonal dynamics [85]. Dementia is often depicted as the most bur-
densome disease for caregivers, two-thirds of which are women and one-third are 
over age 65 [78, 79]. In the United States alone, this represents 15.3 billion hours of 
unpaid help annually, an average of 26.3 h of caregiver care rendered per week.

Caregiving requirements directly relate to the stage of the patient’s dementia. 
Table 6 outlines patient characteristics within distinct disease phases and their asso-
ciated caregiving implications. As the disease progresses, caregiver interventions 

Table 6  Dementia stage and related caregiving corollaries

Stage Patient characteristics Caregiver implications
Early Few visible symptoms of dementia; 

cognitive testing confirms evidence of 
neurological change

Minimal assistance required with basic 
activities of daily living (i.e., bathing, 
toileting); proactive decision-making 
regarding advance care planning is in order 
before cognitive decline evolves

Middle Assistance required with instrumental 
activities of daily living (i.e., finances, 
housekeeping, food preparation, 
phone); occurrence of 
neuropsychiatric symptoms evolves 
(i.e., agitation, wandering, repetition)

Increasing need for caregiver interface 
begins; supportive services and help from 
secondary family and friends of benefit; 
family caregivers aided by professional 
support to help manage NPSs 
nonpharmacologically

Late Escalating care demands may require 
relocation to alternative care setting; 
drastic compromise in ability to 
communicate

Guilt and depression related to placement 
need; palliative care predominates

Sources: [85, 86]
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evolve from oversight and assistance, to the provision of basic daily care [87]. It is 
not unusual for “hands-on” caregiving to extend for years without a break, pay, 
vacation, recognition, help, or periodic backup. In addition to stage-associated fac-
tors affecting caregiving burden, other variables such as the patient’s level of cogni-
tive function, hours of direct caregiving required, evidence of financial difficulties, 
and caregiver health status impact caregiving capability [81].

4.2.2	� Emotional Sequelae
The changing nature of the patient/caregiver dyad relationship is a major source of 
caregiver distress, which often evolves in tandem with disease progression [83, 88]. 
The presence and severity of NPS (i.e., agitation, aggression, disinhibition, delu-
sions, hallucinations, irritability, apathy, aberrant motor behavior) develop from 
ongoing brain degeneration. They often present as symptom clusters rather than 
single entities [89]. Caregiver distress is frequently associated with misunderstand-
ing about the nature of NPS, in particular, failing to recognize that these problem 
behaviors are not under the patient’s control. Additionally, caregivers feel ill-
equipped with the necessary knowledge and skill to respond to a loved ones chang-
ing communication abilities and needs [90]. The presence of NPS is more associated 
with caregiver depression than the degree of the patient’s cognitive impairment [87, 
91]. Of note is that depression occurs in at least one in three female dementia care-
givers [79, 85, 87, 92]. Other negative caregiver sequelae are reports of high anxiety, 
worse subjective well-being and physical health as compared to controls, and a 
prevailing sense of loneliness [84, 93, 94].

The most pressing needs of caregivers have been identified as their well-being 
and learning how to cope with difficult feelings and emotions [95]. Caregivers often 
report feeling ignored, undervalued, and reaching a “tipping point” when their loved 
one’s care is less than ideal [52, 96]. Service fragmentation results in poor coordina-
tion of services, interagency communication, and information sharing [97]. A lack 
of proactive care planning can result in emergent scenarios where caregivers must 
make decisions without professional decision support. Discussions about admission 
to a residential care facility are particularly problematic [98]. They represent 
changes in the patient’s condition indicative of worsening disease. Re-surfacing of 
guilt is a common corollary related to the caregivers’ inability to keep the patient in 
the home setting. Of note is that caregivers have reported less burdensome emo-
tional distress and fewer depressive symptoms when the presence of a secondary 
supportive relative or friend is available [83].

Ambiguous loss is a term typifying a unique corollary of grief that has been 
applied to dementia caregivers’ experiences. It portrays chronic sadness associated 
with the duality of being simultaneously absent and present [99]. The loved one 
with dementia remains physically present, but their persona has been lost to their 
illness. This coexistence complicates the grieving process. Because death has not 
occurred, there is no enactment of mourning rituals, and the caregiver’s bereave-
ment is deprived.
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4.3	� Heart Failure

Heart failure is both a progressive and symptom-intensive illness characterized by 
diminished quality of life for both caregivers and patients. A disease of aging more 
commonly diagnosed in socioeconomically deprived regions, heart failure, affects 
more than 40 million people worldwide [100–102]. Currently, 15 million Europeans 
and seven million Americans (the majority of which are over age 70 years) live with 
the debility secondary to reduced cardiac function [103–105]. In the United States, 
deaths from heart failure have recently increased by 5% representing its most sig-
nificant escalation since 2012 [106]. By 2035, incidence is expected to rise by 40% 
[107, 108].

4.3.1	� The Female Caregiver Imperative
The physiological burden imposed by heart failure is often multifocal and includes 
dyspnea, fatigue, pedal edema, chest pain, insomnia, and depression, which impacts 
family life [109, 110]. The common presence of co-morbidity adds to symptom 
distress and the complexity of heart failure management (Fig. 1). This cumulative 
effect of debility results in dependency on caregivers to assist with many activities 
of daily living.

Since heart failure predominates in men, women are frequently the primary 
informal caregiver. They assist with personal care needs, plan, and oversee meals 
(including preparation, managing diet and fluid restrictions), orchestrate transporta-
tion, offer emotional support, manage medications, advocate on behalf of the 
patient, and navigate the complex healthcare system [89, 111, 112]. As a result of 
these added demands on time and labor, caregivers often report feelings of social 
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isolation, experiencing identity loss, changes in work performance, financial strain, 
anxiety, depression, fatigue, sleep disruption, hypervigilance, and neglect of their 
personal healthcare needs [112, 113].

4.3.2	� Demands Over Time
The protracted nature of the heart failure trajectory is characterized by worsening 
symptom distress and an increase in care needs (Fig. 2). Frequent exacerbations 
result in emergency department visits and hospitalizations [105]. These status fluc-
tuations between illness stability and instability make the disease course unpredict-
able and highly stressful.

Patients have identified that medication oversight and engaging in self-care are 
emotionally challenging [110]. Both of these entities are cornerstones of heart fail-
ure management [114]. While the patient is expected to assume primary account-
ability for these entities, many caregivers assume supervisory roles. Medication 
adherence, diet, exercise, weight scrutiny, and abstinence from smoking may be 
monitored by the caregiver and result in strain when self-care practices are less than 
ideal. Other sources of distress occur when the patient minimizes their symptoms to 
their provider or appear passive about needs to make lifestyle adaptations to avoid 
further decline [115, 116]. Of recent note were two interesting findings relative to 
heart failure caregiver support needs.

First was the revelation that greater use of hospital services was an independent 
predictor of worsening quality of life in heart failure caregivers [117]. This likely 
was associated with hospital admission being proxy for a deteriorating health status 
and an increased need for the caregiver to intervene in their loved one’s care. Second 
was the finding that while the patient/caregiver dyad appeared to understand general 

Fig. 2  Source: [112], with permission
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principles of heart failure’s management, they were unable to make the association 
between the progressing nature of the illness with a closer proximity to the end of 
life [118]. Of note is the increasing introduction of palliative care services within 
the context of early heart failure management due to the prominence of symptom 
distress, progressive debility, dyadic coping challenges, and impaired quality of life 
over time [119]. Assisting with advance care planning is also a benefit of palliative 
care’s collaboration.

4.4	� Stroke

Stroke is one of the most debilitating neurological conditions responsible for acute 
and chronic incapacity globally. Consider the following:

Worldwide

•	 Stroke is the
–– Main cause of neurologic disability
–– Third leading cause of death

•	 15 million people who experience a stroke annually account for 116 million days 
of health life lost.

•	 One in three will die following a stroke; 10% will die within 30 days.
•	 By 90 days post-stroke, new disability of at least moderate severity develops in 

one-third of adults > age 65 years [120–124].

In the European Union

•	 Stroke
–– Is the second most common cause of death.
–– Affects 1.1 million people annually.
–– In 2019, 17.1 million people were living with a history of stroke across the 57 

EU countries3 [3, 125, 126].

Despite these grim statistics, it is important to acknowledge that 90% of stroke 
risk is accounted for by modifiable risk factors (i.e., smoking/tobacco use, sedentary 
behaviors, obesity, substandard diet, hyperlipidemia, hypertension, diabetes) 
[127, 128].

3 In reviewing change in countries causes of death attributed to stroke over the past two decades, 
the majority experienced an increase in death rates of <10%. However, South Korea (22%) and 
Albania (22%) had an >20% increase in male deaths. For females, seven countries experienced 
>20% increase: South Korea (29%), Japan (26%), Macedonia (24%), Portugal (22%), Bosnia & 
Herzegovina (22%), Montenegro (22%), Taiwan (21%) (Cheng).
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Following a stroke, patients rely significantly on family caregiver support. The 
majority of stroke survivors are discharged home under the supervision of their 
families [129, 130]. Care requirements are most intense within the first 6 months 
post-stroke and are compounded by the presence of co-morbidity. Both the patient 
and caregiver often co-manage these post-stroke sequelae (Table 7).

Patient deficits can include losses in cognition (altered memory and concentra-
tion), motor deficits limiting physical mobility, visual impairment, headaches, loss 
of bodily coordination (i.e., incontinence, sexual dysfunction), and speech and lan-
guage aphasia [131]. Personality changes can include emotional lability and anger 
[132]. Depression is highly prevalent and can prevail for years. Recovery can take 
years to achieve maximal return to function and often involves a long course of 
transition and adaptation for both the patient and their caregiver [80, 133].

Complications during recovery include bone fractures, cognitive impairment, 
contractures, falling, fatigue, hemiplegic shoulder pain, osteoporosis, pressure 
ulcers, seizures, spasticity, and thromboembolism. Transitions in care such as from 
the home to hospital, hospital to admission to the acute rehabilitation setting, and 
returning home following in-patient rehabilitation with new functional deficits are 
transition triggers for stressors for both the patient and family caregivers. Table 8 

Table 7  Post-stroke 
sequelae requiring dyad 
co-management

Behaviors
• � 84% of patients struggle to maintain smoking 

abstinence
• � Only 17% of patients achieve healthy weight 

status
• � Less than half of patients exercise according to 

recommendations
Co-morbidity
• � 50–80% of patients have hypertension
• � 20–30% of patients have diabetes
• � Depression prevails in up to 25% of patients 

2 years post stroke
• � Other common illnesses
– Anxiety
– Arthritis
– Pulmonary disease
– Renal disease
Home-based care
• � Hospital re-admission most common within 

30 days post-stroke
• � Issues remaining prevalent
– Communication
– Mobility
– Pain control
Medications
• � Non-adherence
• � First year post-stroke, 97% of patients remain on 

anti-coagulants

Source: [5]
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delineates examples of the range of ongoing sequelae that require the dyad’s co-
management to maximize recovery.

Since stroke is primarily a male illness, female caregiver burden predominates 
and is multidimensional in nature. Adversity resulting from caregiving has physical, 
financial, social, and psychological consequences [134]. In a qualitative investiga-
tion of interpersonal relationship challenges among stroke survivors and their fam-
ily caregivers, McCarthy and colleagues [132] identified seven themes that 
predominated (Table 9).

Home-based around-the-clock caregiving can increase social isolation and rela-
tionship changes (i.e., marital and others) and reduce quality of life (i.e., poor sleep, 
depression, new evidence of back pain). Supporting a depressed spouse over time 
can be one of the most challenging aspects of caregiving and can ultimately be asso-
ciated with the onset of caregiver depression [135]. For older female caregivers, 
patient support needs that require considerable strength and agility (i.e., patient 
transfer, toileting) can be especially overwhelming. All these stroke-related altera-
tions and adaptations affecting the health and well-being of stroke caregivers can 
culminate in the perception that “caregiving is a full-time job” [123].

Table 8  Themes of interpersonal relationship challenges amongst stroke survivors and their fam-
ily caregivers

Theme Specific type Example
Coping with the direct 
effects of the stroke

Impairments in survivor 
communication

Aphasia prompts frustration, tension, 
arguments stemming from dyad’s 
inability to communicate with one 
another

Impairments in survivor 
physical functioning or 
mobility

Distress associated with dependence on 
caregiver for help

Impairments in survivor 
memory and thinking

Caregiver frustration with fluctuating 
nature of patient’s memory impairment; 
cognitive impairment promotes 
limitations in resolving differences

Incongruence in 
perceptions between 
survivors and caregivers

Incongruence about the 
survivor’s or caregiver’s 
abilities

Differences between dyads’ perception 
of abilities (i.e., such as driving)

Incongruence about the 
value of effectiveness of 
rehabilitation

Differences in opinion of perceived need 
for recovery-oriented services

Incongruence about 
what the future holds

Related to setting of care discussions

Strained communication Addressing the provision of practical and 
emotional support and caregiver needs 
for personal space and juggling 
competing time demands

Managing worries Triggered by financial concerns and 
caregiver angst over future potential 
stroke-related disability

(continued)

Caregiving Within the Context of Elder Care



52

Table 8  (continued)

Theme Specific type Example
Adjusting to changing 
roles

Adjusting to new roles 
as survivor and caregiver

Evolution to role of care recipient vs 
care provider; caregiver questioning 
ability to provide needed care in the 
home setting

Adjusting to new 
household 
responsibilities or 
leadership

Negotiations related to assumption of 
household duties

Inability to resume 
pre-stroke activities 
together

Functional changes preclude resumption 
of pre-stroke norm prompting dyad’s 
sense of isolation

Adjusting to changed 
level of intimacy

Mostly reduction in physical contact; 
little communication about issue

Amplification of 
existing relationship 
issues

Partners behaviors Pre-stroke struggles (i.e., substance 
abuse or other mental health issues) may 
be exacerbated

Partners personality 
characteristics

Pre-stroke characteristics (i.e., frequent 
negativity, irritability, discomfort with 
sharing feelings) impacts post-stroke 
relationship building

Lack of support from 
other family members 
and friends

Absence of help created tension in the 
dyad relationship and prompted feelings 
of isolation and abandonment

Source: [132]

Table 9  Caregiving 
assessment considerations

Caregiver variables
• � Sex
• � Age/developmental stage
• � Relationship to ill loved one
• � Work status
• � Co-occurring responsibility to care for others
• � Living status
• � Degree of social isolation
• � Degree of financial insecurity
• � Presence of secondary support for primary caregiver
• � Communication adequacy with healthcare providers
• � Past integration of self-care practices
• � Degree of competency/experience to provide care
Patient-specific characteristics
• � Physical care requirements
• � Stage of illness
• � Presence of anxiety, depression, existential distress
• � Pre-morbid history of psychiatric diagnosis
• � Hours of care required
• � Communication style with family network
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5	� 10 Intervention Caveats and Advocacy Targets

Common identifiers of older caregivers augment the planning of assistive approaches 
on their behalf. In general, these commonalities include the likelihood that older 
caregivers are rendering care to a spouse/partner, spend more than 20 h per week 
caregiving, question their ability to provide quality care, have at least one chronic 
illness of their own to manage, and are least likely to have secondary support to 
assist with caregiving [75]. With this background in mind, some overarching inter-
ventions include the following:

	 1.	 Undertake an assessment at the onset of care, which provides a baseline under-
standing of caregiver and patient variables (Table 9). In particular, consider the 
nature of patient debility requiring caregiver support. Gather information about 
specific caregiving expectations and needs [136]. Identify individuals in the 
family constellation, and specifically, who is willing and available to provide 
assistance with caregiving. Data gathering includes pre-existing norms and 
stressors and the nature of family relationships.

	 2.	 Expect a dual focus of professional support will be needed, namely, address 
caregiver needs, which historically have not been solicited [21, 29, 137–139]. 
Practical discussion prompts to solicit caregivers’ perspectives are outlined in 
Table 10.

	 3.	 Encourage the primary caregiver to identify and request/accept the support of 
secondary caregivers and use of available resources. The presence and involve-
ment of “caregivers of the primary caregiver” reduces stress [140]. Take an 
inventory of the caregiving tasks as primary caregivers are responsible for and 
their complexity. Assist the caregiver with determining what could be delegated 
to a support team. Inform the caregiver of community, educational, and emo-
tional support opportunities [32].

	 4.	 Predict caregivers will not consider self-care a priority. They will require 
encouragement and coaching to routinely engage them in health promoting 
practices. Sharing the message, “You need to care for yourself to take the best 
care of your loved one” often helps in this regard. The need to “re-charge your 
battery” and “have gas in the tank to run” are other analogies that speak to the 
need for self-care.

	 5.	 Anticipate caregiver stress will prevail despite their lack of acknowledgement 
of such. The hard work of caregiving needs to be validated and normalized by 
the healthcare team. Share the fact that you expect stress rather than the absence 
of such. Help the caregiver prioritize the most difficult tasks they are encounter-
ing and then assist with problem-solving [32].

	 6.	 Make intervention planning a group process. Purposeful inclusivity of the 
patient and caregiver increases the likelihood that interventions will be both 
tailored and meaningful to the dyad. Caregiver-directed interventions usually 
require a multifocal approach [37]. Include the delineation of strengths in plan-
ning. Jointly discuss what a good outcome would be and make a realistic goal 
specific to that. This provides a tangible target that depicts improvement and 
progress [32].
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Table 10  Discussion prompts for engaging family caregivers

Caregiver health
• � To provide the very best patient care, I find I need to also pay attention to my patients’ 

caregivers. Can you tell me a bit about how you are feeling/doing?
• � We know that care givers often neglect their own health. When was the last time you saw 

your physician?
• � Do you have your own physician? Is she or he aware of your caregiving situation? What has 

she or he advised about it?
Quality of Life
• � I know that many family caregivers find the role to be stressful. How are you coping with 

these responsibilities?
• � How would you describe your quality of life these days?
• � How often do you get out?
• � What do you do for fun?
Support
• � Many caregivers don’t want to burden others—especially their children. Are there times 

when you really need help but don’t ask for fear of being a burden?
• � Who gives you support? How helpful is it?
• � Caregiving is a very hard job. Taking advantage of available resources can help. Are you 

using any resources? Do you want help knowing about them?
In case of emergency
• � If anything should happen to you, have you made arrangements for someone to take care of 

(name here)?

Adapted from: [50]

	 7.	 In building a formal program of education and support, determine caregivers’ 
perspectives on priority problem areas and those where their confidence is lack-
ing. Disease knowledge can be shared via a didactic format. In cases where 
“hands-on” caregiving skill is required, interactive skill building is imperative 
to facilitate biophysiological (i.e., dexterity, strength, body mechanics, posi-
tioning, manipulation of dressings, flushing protocols) mastery. Similarly, if 
communication skill building is the target of the intervention, role playing pro-
vides practical competence and enhances confidence when assuming new 
approaches.

	 8.	 Consider technological platforms to facilitate caregiving. These contemporary 
strategies to augment care via virtual methodologies have been established 
post- COVID. These options should be further evaluated and employed in the 
future repertoire of elder caregiver supportive care. Benefits include providing 
“as needed” support, do not require transportation access, can reach distance 
caregivers, and reduce caregivers’ sense of isolation.

	 9.	 Presume drug therapies are problematic and will require ongoing assessment. 
Determine the nature of non-adherence and plan interventions according to 
problem (i.e., manage toxicity, reduce confusing schedule, implement strate-
gies to reduce forgetfulness).

	10.	 Ready oneself for the need of cultural sensitivity and competency will be 
increasingly important in the future as global immigration continues. This 
necessitates translation of materials,, careful attention to norms about informa-
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tion disclosure, use of complementary approaches, the role of the family in 
decision-making, and sensitivity to older adult reliance on cultural norms from 
their country of origin [109, 141–144].

6	� Elder Caregiving Research

There is a plethora of opportunity within the realm of caregiving that warrant con-
sideration for future investigation. Table 11 identifies potential foci based on gaps in 
the existing evidence base.

Table 11  Potential research targets in elder caregiving

Theme Examples of foci
Chronology of 
caregiving

• � Identify nature of caregiving over time and by stage of illness
• � Investigate longitudinal psychological distress screening in caregivers (vs 

one point in time assessment)
Co-morbidity • � Explore the relationship between number of caregiving tasks and their 

complexity with caregiver self-care practices
• � Examine the relationship between caregiver co-morbidity and the extent 

of dyad emotional distress
• � Describe drug management expectations by degree of polypharmacy. 

Drug classification and toxicity prevalence
Diversity • � Target samples other than Caucasian, non-Hispanic highly educated 

caregivers across research topics
• � Identify unique caregiving issues of elder immigrant dyads
• � Depict the results of culturally-prescribed, dyad-focused program 

planning originating from a co-design methodology
Ethical 
implications

• � Delineate the nature and scope of specific ethical dilemmas (i.e., 
paternalism vs. autonomy, longevity versus quality of life, veracity/
truth-telling) encountered in critical care units by older dyads

• � Describe the benefits of generating an automatic ethical consult with all 
primary caregivers of the oldest old admitted to medical-surgical inpatient 
units

End-of-life • � Examine the relationship between regularly scheduled family meetings in 
extended care facilities on the prominence of caregiver’s complicated 
grief

• � Illustrate examples of illness uncertainty in caregivers with and without 
the presence of a secondary caregiver

Stress 
exacerbation

• � Describe the nature of caregiver support needs during times of setting of 
care transition

• � Compare the nature and intensity of reported stress by caregiver gender
Technology • � Investigate enhancers to the integration of novel technology in the home 

setting (i.e., remote tracking devices, communication platforms, virtual 
care monitoring)

• � Report the benefits of a graduate, sequential learning approach to older 
caregiver adoption of communication technology

Well-being • � Investigate the efficacy of a designated coach model (lay navigator vs 
nurse navigator) in fostering caregiver well-being

• � Delineate caregiver and patient factors associated with caregiver burnout
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7	� The Healthy Aging Agenda

The potential is limitless for health professionals to engage in efforts to maximize a 
core element of elder care that to date has largely remains untapped—namely, 
healthy aging. This represents yet another example of ageism, the perception that 
older adults would not benefit from efforts that foster their well-being. Recognizing 
this gap, both the United Nations (UN) and World Health Organization (WHO) have 
taken steps to leverage this focus [145, 146].

Targeting health promotion in older adults does not imply striving for the absence 
of illness and disability [147]. Rather, it refers to developing, maintaining, and max-
imizing physical, mental, emotional, and social wellness that fosters enhanced 
capability in older adults [148]. Potential outcomes include reducing co-morbidity 
due to the elimination of risk factors and unhealthy behaviors (i.e., diet modification 
to eliminate hyperlipidemia and diabetes, create novel support programs to stop 
smoking) and increasing functional status (i.e., physical therapy interventions and 
exercise clubs incentivized with lowering biologic markers (i.e., hypertension, 
blood sugar levels). Figure 3 depicts the common causes of death, the most salient 
of which have potential reversible etiologies. It has been estimated that efforts to 
reduce obesity, stop smoking, minimize alcohol consumption, and increase physical 
activity could ultimately prevent one in five deaths across Europe [126].

Health-promoting efforts can reduce frailty, the biological state of vulnerability 
emanating from progressive and cumulative reduction in reserve capacity and over-
all fitness [10]. A significant reduction in those deemed frail could reduce costly 
hospitalizations and emergency department use with parallel financial savings 
[149]. However, workforce enhancement is needed to add prevention and health 
promotion knowledge and skill to the existing repertoire of expertise that focuses on 
disease management.

The WHO identified 2020–2030 as the “Decade of Healthy Aging.” They cre-
ated a framework for countries to engage in cultivating an infrastructure that 
promotes well-being in older adults. Primarily, this targeted the creation of age 
friendly communities where elder’s quality of life could be improved in a num-
ber of sectors (i.e., housing, transportation, social participation, communication 
and information dissemination, community-based support, and health service 
availability) [150]. Singapore, Australia, and New Zealand have been recognized 
as leaders in implementing these initiatives. Non-siloed, country-specific, inter-
disciplinary, and comprehensive planning is required to integrate this healthy 
aging agenda globally.
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lschaemic heart disease - 17%
lschaemic heart disease - 17%

Other CVD - 17%

Stomach cancer - 1 %

Colo-rectal cancer - 2%

Lung cancer - 2%

Breast cancer - 3%

Other cancer - 10%

Respiratory disease - 6%

Injuries and poisoning - 3%

Alzheimer's/dementia - 5%

All other causes - 21 %

Female
4.8 million

Male
4.9 million

Stroke - 12%

Stroke- 8%

Other CVD - 13%

Stomach cancer - 1 %

Colo-rectal cancer - 2%

Lung cancer - 6%

Breast cancer - 0.03%

Other cancer - 13%

Respiratory disease - 8%

Injuries and poisoning - 8%

Alzheimer's/dementia - 2%

All other causes - 20%

Fig. 3  National causes of death in females and males in European Society of Cardiology Member 
Countries. Source: [112], with permission

8	� Conclusion

The immediate future portends a predominantly elderly society worldwide. Four 
global illnesses common in older adults—stroke, heart failure, cancer, and demen-
tia—will predominate. Also of note will be the heightened potential for the co-
occurrence of these major illnesses. For example, a male with an initial diagnosis of 
heart failure at age 60 could be diagnosed with prostate cancer at age 67, followed 
by a subsequent diagnosis of dementia at age 75 years [151].
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Regardless of geography, informal family caregivers are generally expected 
to assume responsibility for the care required by an elder loved one. Yet needed 
caregiving skills are not taught, remain uncompensated, and often exceed in 
complexity what a lay family caregiver can confidently provide. It is the absence 
of tailored family-focused instruction individualized to the explicit needs of the 
patient, and caregivers are relegated to an ongoing position of vulnerability. 
Major country-specific policies are needed to support regional and local 
efforts [152].

Nurses and midwives are the largest group of health professionals globally [153]. 
It is imperative that they embrace care of the elderly with rigor and intensity unlike 
that which has been observed to date [60]. In particular, efforts to build nursing 
workforce capacity to care for older adults in low- and middle-income countries are 
of utmost importance now and for the future.

A major opportunity to enhance our elder care requires us to re-frame our 
opinions about caregivers. They should be perceived and utilized as partners in 
care delivery, namely, formal members of the team planning and rendering care 
[32, 35, 49, 50, 154]. After all, they know the patient best and can share invalu-
able insight into strategies and interventions with the greatest likelihood of 
benefit.

Foundational to the global improvement of care elders is the dismantling of per-
vasive ageism [155]. This social discrimination negates the possibility of healthy 
aging and coexists with racism, sexism, gender, and religious discrimination. Aging 
is rooted in the negative, biomedically prejudiced view of long life as a spiraling 
downward continuum. This encompasses loss and deprivation that is characterized 
by a state of decline and vulnerability. Directly correlated is the absence of required 
training of healthcare professionals, the paucity of research in medical specialties 
where the care of older adults predominates, and the nonexistence of clinical 
approaches addressing the special needs of older adults (i.e., vision, hearing, mem-
ory compromise). Also, it is important to note that ageism is not only directed 
toward individuals in the later years of their lives; it also affects nurses who choose 
to care for them [155].

As nurses and global citizens, perhaps re-considering our current reality would 
formulate the aging imperative in a more personal context. The work we engage in 
now to address deficits in care during later life will be personally critical to our-
selves and our families. None of us can afford to think of growing old as a distant 
event [60]. We all are aging and will require the provision of a highly enhanced 
version of today’s eldercare in our later years.
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Informal Caregivers in Care Efficiency

Andreas Charalambous

1	� Introduction

Healthcare systems around the globe are struggling with rising costs, and the lack 
of economic sustainability of most healthcare systems has contributed to the devel-
opment of regulation in the health sector. Now more than ever, it has become pivotal 
that public resources are used in the most efficient and effective way to the best 
interest of the people in the receiving end of care.

As part of the wider transformation in healthcare, there has been a tendency 
toward shorter hospital stays, and a growing number of patients (across diseases) 
are now being cared for by family caregivers at home, rather than in hospitals. The 
involvement of informal caregivers in the care has increased expediently to include 
the active treatment phase (either at home or in the hospital) where family caregiv-
ers are still required for daily care. Therefore, these informal caregivers are assum-
ing major responsibilities for patients’ care, and their essential role is one that can 
influence the quality of the care provided and the quality of life experienced by the 
patients. Furthermore, informal caregivers as the natural liaison with the healthcare 
setting are also taking the responsibility for the continuation of care at the home 
setting in a way that this is personalized and efficiently organized to achieve the best 
possible health outcomes. Progressively, as patients become unable to perform 
activities of daily living, informal caregivers need not only to assume disease-related 
responsibilities, including treatment management and symptom monitoring, but 
also to undertake additional assistance in activities of daily living.
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The worldwide demographic changes project that the number of people aged 80 
and above will triple over the next 30 years. As this age group of people tend to have 
an increased disease prevalence, there is a growing concern about expanding public 
expenditure on long-term care services in the future. Consequently, the policies of 
several countries have encouraged informal caregiving to reduce public healthcare 
spending, which has resulted in a shift in responsibilities for care away from the 
state and onto families and individuals. Thus, informal caregivers play a crucial role 
in supporting the health, well-being, functional independence, and quality of life of 
persons in long-term care.

2	� The Concept of Efficiency

Healthcare is a complex investment that requires a number of direct and indirect 
stakeholders’ contribution to produce the desired health outcomes. In addition to its 
complex nature, imperfect market in the field and limited/scarce resources for pro-
viding healthcare for population poses a number of questions for policy makers [1]. 
A report released by OECD in 2017 provides estimations on the wasteful expendi-
tures within healthcare [2]. Based on the report, it is estimated that about one fifth 
of health spending across the OECD is wasted across three distinct types: wasteful 
clinical care, operational waste, and governance-related waste [3].

The impact of wasteful spending extends beyond that on the healthcare systems 
to include considerable and unnecessary costs for patients and their families in 
terms of lost time, anxiety and fear, impact on quality of life, and financial burden. 
Potentially, any ineffective interventions may also increase risk of harm and ulti-
mately lead to poorer outcomes for patients [4].

The concept of efficiency is not new in the literature, and it refers to the relation 
between resource inputs (costs, in the form of labor, capital, or equipment) and 
either intermediate outputs (numbers treated, waiting time, etc.) or final health out-
comes (lives saved, life years gained, quality-adjusted life years (QALYs)) [2]. 
Efficiency of organizations with multiple inputs and outputs such as hospitals can 
be calculated by weighed cost approach by dividing the weighed sum outputs with 
the weighed sum of inputs [3, 4]. Although many evaluations use intermediate out-
puts as a measure of effectiveness, this can lead to suboptimal recommendations. 
Ideally, economic evaluations should focus on final health outcomes [2].

There are two basic measures of efficiency: allocative and technical efficiency. 
Allocative efficiency (an economic concept) is about whether to do something, or 
how much of it to do, rather than how to do it. Allocative efficiency in healthcare is 
achieved when it is not possible to increase the overall benefits produced by the 
health system by reallocating resources between programs. This occurs where the 
ratio of marginal benefits to marginal costs is equal across all health care programs 
in the system [5]. Technical efficiency is about how best to achieve objectives. 
Strictly, technical efficiency is about ensuring the production of the same level of 
output with less of one input and no more of other inputs or, equivalently, maximiz-
ing the output that one gets from given quantities of inputs. Technical efficiency is 
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linked to cost-effectiveness. The combination of technically efficient inputs that 
minimizes the cost of achieving a given level of output is that which is cost-
effective [5].

In the context of efficiency within healthcare, the concept of productive effi-
ciency should also be considered. Productive efficiency refers to the maximization 
of health outcome for a given cost, or the minimization of cost for a given outcome. 
In healthcare, productive efficiency enables assessment of the relative value for 
money of interventions with directly comparable outcomes [2].

3	� Efficiency in the Context of Cancer

Although greater efficiency is needed across all disease areas, in cancer, this need is 
increasing becoming more urgent. This can be attributed partly to the growing prev-
alence of cancer, which in turn results in high expenditure. The economic burden 
that cancer poses on our society is staggering—25 million years of healthy life lost, 
at cost of 126 billion euros including 52 billion euros in lost productivity—and 
continues to grow with the aging of the population. It is imperative, in light of grow-
ing financial pressures on our healthcare systems, that we find ways to make the best 
use of available resources to deliver high-quality cancer care to patients [6]. In this 
context, decision-makers are increasingly faced with the challenge of reconciling 
growing demand for healthcare services with available funds, whereas economists 
argue that the achievement of efficiency from scarce resources should be a major 
criterion for priority setting [7]. However, other issues such as the significant varia-
tions in outcomes of care, the growing inequalities in access to care, and the finan-
cial toxicity for patients and their families should also be acknowledged as sources 
of concerns in the context of efficiency.

Based on the report “Towards sustainable cancer care: Reducing inefficiencies, 
improving outcomes” published by All.Can [8] efficient cancer care delivers the 
best possible health outcomes using the human, financial, infrastructural, and tech-
nological resources available, with a focus on what really matters to patients and 
society. Achieving greater efficiency requires putting patients at the center, promot-
ing an evidence-based and data-driven learning system, investing in technology, 
breaking down silos, scaling up good practices, and implementing appropriate poli-
cies and incentives [8]. Compared to the definitions presented earlier, emphasis is 
now placed not only on costs but also on outcomes stressing the need for compre-
hensive data on outcomes as well as costs across the entire care pathway to underpin 
any efficiency effort and to guide decisions.

4	� Informal Caregivers as Means of Efficiency

Taking as a point of reference the cancer efficiency definition provided by All.Can 
and utilizing the cancer paradigm as an exemplar, the role of the informal caregiver 
as a tool to promote efficiency will be demonstrated and discussed. The informal 
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caregiver role has been extensively studied across various diseases and settings, 
demonstrating its potential, for example, in the care of community-dwelling demen-
tia patients [9], in institutionalized long-term care-ILTC [10], older adults [11], and 
cancer patients [12, 13] in an effort to balance the detrimental effects of chronic 
illness on families. Even though the role of the informal caregiver (e.g., needs, pref-
erences, tasks) has been studied across the disease continuum, there is scarcity of 
studies who explored the commonalities and the disparities of the role depending on 
the varying needs of the persons at the receiving end of the care (i.e., between dis-
eases). Papastavrou et  al. [14] in a cross-sectional, descriptive, and correlational 
study with 410 caregivers of patients with cancer, Alzheimer’s disease, or schizo-
phrenia explored the role across these three groups. The results indicated a high 
level of burden and depression among all informal caregivers. Significant differ-
ences (P < 0.001, F = 26.11) between the three caregiving groups were detected in 
terms of burden, with the highest reported for Alzheimer’s disease caregivers. One-
way analysis of variance showed significant differences (P  =  0.008, F  =  4.85) 
between the three caregiving groups in terms of depression, with the highest depres-
sion levels being for cancer caregivers. The study highlighted that the tasks that 
informal caregivers are assuming in varying disease diagnoses have significant 
commonalities although the level and the intensity of their efforts to accomplish 
these might vary. This is a finding that was also reflected in the differing levels of 
caregiver burden and depression reported by the authors.

However, systematically, it has been reported that the caregiving role (i.e., irrel-
evant of disease diagnoses and setting where care is provided) often entails assum-
ing the responsibility for medical, physical, financial, and emotional needs of the 
care recipient [15]. These tasks often correlate to communicating with healthcare 
professionals, managing symptoms, administering medications, performing medi-
cal or nursing treatments, and handling patient behavioral problems and emotional 
reactions [16]. Additional tasks assumed by informal caregivers include the priori-
tization of home care demands, the reprioritization of responsibilities related to 
child care and employment, and the negotiation and renegotiation of factors related 
to familial and generational relationships [17, 18].

4.1	� Putting Patients at the Centre of the Care…and Delivering 
Care That Really Matters to Patients

The literature includes several definitions of person-centeredness, but a univer-
sally agreed one is lacking [19]. The Institute of Medicine (IOM) defines patient-
centered care as providing care that is respectful of, and responsive to, individual 
patient preferences, needs, and values and ensuring that patient values guide all 
clinical decisions [20]. Research by the Picker Institute has delineated eight 
dimensions of patient-centered care, including: (a) respect for the patient’s values, 
preferences, and expressed needs; (b) information and education; (c) access to 
care; (d) emotional support to relieve fear and anxiety; (e) involvement of family 
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and friends; (f) continuity and secure transition between healthcare settings; (g) 
physical comfort; and (h) coordination of care [21]. Despite the many definitions 
proposed in the literature, there is a set of common elements that can be identified, 
which include: (a) empowering and facilitating the person’s participation in deci-
sion-making processes about their own care, and/or to manage their own health 
and care; (b) establishing an ongoing relationship between the professional, the 
person receiving care, and the informal caregiver, which is based on respectful 
communication and active listening; (c) having an understanding of the specific 
(health) concerns of the person and their individual needs and preferences; (d) 
addressing the physical, cognitive, psychological, and social domains of the per-
son’s life; and (e) providing coordinated care to achieve continuity and coherence 
of care and support [22, 23].

Based on what has been presented in chapter “Caregiving and Caregivers: 
Concepts, Caregiving Models and Systems” and the previous section on the type of 
tasks that informal caregivers assume across the disease continuum, there are a 
number of areas where these can support and facilitate the provision of person-
centered care. A prominent area includes the activities supporting communication 
and information exchange between informal caregivers and professionals through 
various channels (e.g., home visits, phone calls, or e-mail contact). This communi-
cation is essential in conveying valuable information to professionals on the spe-
cific preferences and needs of the person in need for the care [24]. This can facilitate 
the provision of care that is tailored according to these needs and preferences and 
assure the continuation of the care when an institutional admission is required at 
times of disease exacerbations or disease-related complications. Similarly, infor-
mal caregivers being in a position of better knowing the person and having a trust-
ing relationship, they have the potential to adjust the recommendations (i.e., health 
information) by professionals to best suit the needs of the person maintain and 
respecting his or her independence and facilitating their participation in decision-
making [25].

Despite the potential of such professional and informal caregiver communica-
tion, this is not without its challenges. Blanck [26], in a qualitative study in Sweden, 
concluded that informal caregivers sought more contact with healthcare personnel 
and they wanted to receive information without repeatedly reminding the staff. 
Furthermore, the informal caregivers were also disconcerted because they did not 
receive timely and clear answers to their questions. Preceding studies identified 
further challenges including the difficulties in initiating the communication between 
professionals and informal caregivers as well as the presence of uncertainties about 
responsibility in collaborating and communicating with the informal caregiver [24]. 
Toscan et al. [27], Boros [28], and Buscher et al. [29] described a lack of communi-
cation in general between professionals and informal caregivers, which was insuf-
ficient and irregular. Smith [25] argued that improved communication between 
caregivers, their care recipients, and healthcare professionals has the potential to 
reduce confusion about care plans, decrease errors during the process of care, and 
reduce caregiver burden.
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4.2	� Efficient Cancer Care Delivers the Best Possible Health 
Outcomes (e.g. Continuation of Care)

Care transitions are described as the transfer of a patient between different settings 
and healthcare providers during the course of an acute or chronic illness. Care tran-
sitions are significant as they can often lead to fragmented care, decreased quality of 
care, and an increase in adverse events. These “vulnerable exchange points” may 
also contribute to high rates of health services and healthcare costs, which is often 
the case since care transitions from hospital to home continue to be poorly managed 
and pose a high risk for harm [30].

The caregiving role often entails managing symptoms, administering medica-
tions, assessing the response to therapeutic interventions, recognizing possible dete-
riorations in physical status, and performing medical or nursing treatments. These 
tasks demonstrate that the informal caregivers play an essential role in arranging 
and managing the continuity of care of the dependent person. An empirical qualita-
tive case study by Willemse et  al. [31] on informal caregivers in five European 
countries (Belgium, the Netherlands, Luxembourg, France, and Germany) demon-
strated that caregivers to some extent provide personal care or support at home and 
ensure the continuity of care through coordination of formal care. The findings 
showed that informal caregivers preferred to do as much as possible without profes-
sional help. Finally, the informal caregiver was often the key person to provide care 
and coordination for the dependent elderly.

Similarly, Backman [30] in a qualitative descriptive study with patients and 
informal caregivers across selected Canadian provinces explored the role of infor-
mal caregivers during transitions from hospital to home. The researched concluded 
that engaging patients and their informal caregivers is an important strategy for 
examining care transition practices in order to facilitate the development of innova-
tive solutions for safer care transitions between hospital and home. Specific areas of 
interest for successful transitions included providing appropriate communication 
between providers and patients/informal caregivers, providing discharge teaching 
and access to adequate resources needs, and empowering patients and informal 
caregivers in their care during the transition from hospital to home.

4.3	� Efficient Cancer Care… with a Focus on What Really 
Matters to (Patients) and Society

Inefficient care in the context of the definition provided by All.Can can be related 
to the negative outcomes of caregiving, which in term can be the result of poor 
support provided to caregivers in performing their role. These negative outcomes 
can include caregiver burden, psychosocial burden, psychiatric morbidity, life 
changes, lower quality of life, and physical problems (e.g., sleep disturbances, 
fatigue, vulnerability to infections) to report a few. These outcomes can signifi-
cantly have a negative impact on the ability of the person to maintain their social 
connections.
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The challenges associated with informal care affect not only informal caregivers 
themselves but also society at large: intensive informal caregiving can result in 
higher demand and costs for healthcare as a consequence of its negative impact on 
the physical and mental health of caregivers, reduced labor market participation, 
and consequently higher risks of poverty and social exclusion. Social connections 
are key to maintaining positive emotional and physical health, while social isolation 
is associated with adverse mental health [32]. Therefore, the threats posed by infor-
mal caregiving can weakened or diminish these social connections with devastating 
consequences (e.g., loneliness and social isolation) for the person and the society. 
Loneliness and social isolation are increasingly recognized as important societal 
challenges beyond the context of informal caregiving.

Based on the caregiver stress model introduced by Pearlin et al. [33], caregiving 
can cover various stressors including caregiver burden. Depending on the coping 
resources, these stressors can also affect loneliness and social isolation [34]. 
Preceding studies highlighted the complex manifestations of informal caregiving on 
the social aspects of the person assuming the role and the wider societal effects 
including but not limited to loneliness and social isolation [35–37].

Social exclusion comprises a wide range of domains including limited or nonpar-
ticipation in economic, educational, political, and leisure or cultural activities and 
social relationships [37]. In the context of informal caregivers of people with 
dementia and mental illness, social exclusion can be conceptualized as a form of 
stigma, or as the result of stigma. Informal caregivers of people with mental health 
problems suffer social exclusion due to stigma by association [38], whereas others 
considered marginalization and isolation to be contributed to social exclusion [39].

Rokach et al. [40–42] also stated that the restriction of social contact caused by 
the provision of informal care can increase feelings of loneliness due to the caregiv-
ing burden, the absence of time for social engagement, and various negative feelings 
(e.g., resentment or guilt). Loneliness has been defined as “a discrepancy between 
one’s desired and achieved levels of social relations” [43, p. 32], and this discrep-
ancy may concern the number of relationships or the intimacy of the relation-
ships [44].

Vasiliou et  al. [45] acknowledged that significant life transitions that induce 
changes in one’s existing or desired social relations and interactions as another fac-
tor that can precipitate the onset of loneliness. These life transitions within the con-
text of informal caregiving also include the identity transitions that the person who 
is assuming the role is experiencing. The identity of caregiver is situated in the tacit, 
internal acknowledgement of the same self-identity—one can only be a caregiver, 
policies and services will only apply, and the role can only be relinquished if the 
caregiver identity is accepted and recognized by the caregiver themselves [46]. 
However, in the absence of external influence, family members might struggle to 
see their caring role as more than just an extension of their accepted familial posi-
tion—thus the label of caregiver will be socially and externally constructed and the 
identity either accepted or rejected. O’Connor [47] considered this self-positioning 
to have important negative aspects. Once the label of caregiver is applied, previous 
identity labels of familial position (daughter, son, etc.) begin to wear away: 
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“caregivers experience the loss of their identity…and other personal and social 
identities are reduced as the demands of caring dominates their lives” [48, p. 253], 
raising “existential issues” for caregivers [48, p. 255].

At times of crisis, such as the SARS-CoV-2 pandemic when options of caregiv-
ing become somewhat limited, maintaining positive family relationships and social 
connections may be unattainable leaving caregivers experiencing significant levels 
of loneliness and social isolation [32]. In a sequential mixed-methods study with 82 
informal caregivers, the researchers aimed to examine the effect of the COVID-19 
pandemic on family caregivers’ social connections. The researchers concluded that 
the loss of superficial, everyday social interactions negatively impacted mental 
health and coping as caregiving duties increased. Bristol stressed the high vulnera-
bility of informal caregivers to changes in their social networks due to the emotional 
and instrumental support provided that previously offset the stresses of long-term 
caregiving.�

5	� Conclusion

Healthcare costs in most developed economies have grown dramatically over the 
last few decades, and it is widely believed that the inefficiency of healthcare institu-
tions, at least in part, has contributed. Future projections foresee that healthcare 
systems around the world will continue in an increasingly way to emphasize on 
efficiency in the provided care. As a result of the wider transformation in healthcare, 
much emphasis has been placed on the care of patients by informal caregivers at the 
home setting. The role of the caregiver, although at first not believed to be closely 
related to efficiency in care, serves as a means to establish better efficiency through 
promoting person-center care, acting as liaison with healthcare providers and mini-
mizing the societal impact of informal caregiving. However, to maximize the posi-
tive impact of informal caregiving on efficiency, the complexities of the role, need 
to be acknowledged, and informal caregivers must be appropriately and systemati-
cally supported.
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Caring for the Informal Carer: Coping 
in Caregiving

Elizabeth Hanson

1	� Introduction

Despite the recent increased spotlight on the situation of informal carers afforded by 
the COVID 19 pandemic [1], it remains far from the case that informal carers are 
routinely recognized and supported in their role by health and social care practitio-
ners [2]. Rather, support for carers still tends to be provided at a time of crisis and/
or much later on when carers have been caring for an extended period of time, or 
alternatively not at all. As a result, when support is offered, it is often perceived by 
carers as being “too little, too late” [3]. The issue is also a complex one because 
many carers do not always see themselves as informal carers, but view their caring 
activities simply as a natural part of or extension of their relationship as partner, 
family member, relative, or friend to the person they are caring for [4]. Consequently, 
carers tend not to seek help and support at an early stage of their caring. Rather, their 
primary focus is often the health and well-being of the person they are caring for so 
that their own needs and goals are not prioritized or are put on hold indefinitely [5, 6].

In this chapter, several strategies for how front-line practitioners and representa-
tives from civil societies can help to support and empower informal carers are pre-
sented. In particular, there are ways to enable those carers who wish to care to 
manage their individual caring situation, while maintaining their own health and 
well-being and pursuing their personal life goals. Also, to recognise how best to 
support a person who does not wish to take on board a caring role, or a carer who no 
longer wishes to continue in their caring role.
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2	� Caring for the Carer: A Comprehensive Approach

As explained in the advocacy and policy perspective chapter (i.e., chapter “Informal 
Caregivers: The Advocacy and Policy Perspective”), caring for the carer at a societal 
(macro) level requires a comprehensive approach with a set of legislative rights and 
carer-friendly policies, which both support and empower people who wish to care 
for a relative/significant other with a long-lasting health and/or care need or disabil-
ity. In the chapter “Informal Caregivers: The Advocacy and Policy Perspective”, the 
example of the Eurocarers EU Carers Strategy “Enabling Carers to Care” is pre-
sented together with the ten steps required to bring out more carer friendly societies 
[7]. In the context of this chapter, all the ten steps are important for being able to 
provide a fully supportive and empowering environment for informal carers (see 
Table 1).

In the advocacy/policy perspective chapter (i.e., chapter “Informal Caregivers: 
The Advocacy and Policy Perspective”), the focus was mainly at the macro or soci-
etal level. In this current chapter, the focus is mainly at the individual (or micro) 
level in relation to the practitioner caring for the individual carer (and the care recip-
ient) but also at a meso or organizational level concerning caring for carers as a 
group (albeit with individual needs and preferences), such as in a municipality, local 
authority, or health care region.

Table 1  The ten steps to ensuring more carer friendly societies

1. Define and acknowledge carers
2. Identify your carers
3. Assess the needs of your carers
4. Support multisectoral care partnerships for integrated and community-based care services
5. Facilitate carers’ access to information and advice about care, caring, and care-life balance
6. Pay attention to carers’ health and prevent negative health outcomes
7. Give carers a break
8. Provide carers with access to training and recognize their skills
9. Prevent carers’ poverty and allow them to main an active professional/educational life
10. Adopt the carers’ perspective in all relevant policies
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3	� Start by Carrying out a Holistic Carers Assessment

Crucial first steps for professionals and service providers working directly with 
informal carers are to identify informal carers in their health/social care/school set-
ting/organization/context [8, 9] and to subsequently carry out a comprehensive car-
ers’ assessment as early as possible after their first contact with the carer [10]. An 
essential aspect of any holistic carers assessment is to enable the carer to reflect on 
their caring situation and to consider how they view their caring role [11, 12]. This 
can help the carer to better understand their situation and to be able to make a con-
scious decision (wherever feasible) as to whether or not to take on board a caring role 
in the first place, or if they genuinely wish to continue in a caring role or not. If they 
do, it is important for professionals/service providers to discuss with the carer about 
the type and intensity of the care they may wish to provide and to actively ensure the 
preferences of their relative/person close to them in need of care are taken into 
account. Clearly, the decision as to whether to take on board a caring role is not 
always feasible in situations where the relative/significant other has an acute illness/
accident that results in them requiring care overnight, giving little if no time for an 
informed choice to take place [12]. However, being able to make an informed choice, 
wherever feasible, as early as possible can help the carer to make a decision about 
their caring role and subsequently to be offered timely support in their role [13].

As outlined in the introduction section above, when asked about their caring role, 
it is usual for a carer to reply that they don’t consider themselves to be a carer and 
neither is it something that they generally stop and think about [4]. However, when 
given the opportunity to reflect on their caring role, some carers reply that they feel 
it’s something perfectly natural and goes without saying to help care for a relative/
someone close to them [14]. In this way, they tend to view caring as being a natural 
part or extension of their relationship as partner/spouse, relative or close friend, “My 
Mum has helped me and done things for me all my life and now it’s my turn to help 
her.” However, it is important to highlight that not all carers feel this way and some 
carers also openly express that they felt obliged to take on board the role as carer 
[13], “I felt I didn’t really have any other choice but to care for my wife to be hon-
est.” Further, for those carers caring for someone with a more chronic, long-standing 
condition that develops gradually, carers describe their caring role as a gradual pro-
cess—“it crept up gradually on me really,” “I slipped sideways into caring” [15].

An earlier study [15] highlighted that carers’ personal beliefs about caring influ-
enced their own subjective health and well-being. For example, those carers who 
felt that they didn’t really have any choice but were obliged to care for their relative 
and that no one else either in their family/informal support network or from formal 
care providers could give the care that they gave and that they were alone in the care 
of their relative, appeared to experience poorer subjective health and perceived their 
caring to be burdensome for them. In contrast, those carers who perceived caring to 
be meaningful and felt that it gave them an aim in life and who felt that they could 
share the responsibility with others close to them and/or with formal service provid-
ers tended to experience better subjective health and well-being than those carers 
who perceived caring to be a burden [15].
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Clearly, how caring for a relative or someone close is perceived varies from one 
person to another, and it is important to emphasize that there are no right or wrong 
beliefs or views. However, being aware of how a person views caring for a relative 
or someone close to them is an important first step for a carer to learn more about 
themselves in relation to their potential or actual caring situation and is likely to 
help them to make a choice about whether or not to take on a caring role or whether 
to continue in a caring role. It also represents an important aspect for practitioners 
to explore with potential carers and actual carers as early on as possible [10, 16].

Increasingly, carer research highlights that a comprehensive assessment that 
focuses on the carer’s own goals and preferences both with regards to their caring 
situation and their life in general, together with those of the person they care for, is 
preferable to using a standard “tick box” type assessment guide where carers’ needs 
tend to be fitted within existing standard carer support services [17]. Instead, a carer 
outcome-focused approach is recommended, which advocates for a more open, 
qualitative approach, which involves having a good conversation with carers about 
what matters most to them in the context of their whole lives, which subsequently 
informs the planning and implementation of support and services [18].

There are a wide variety of examples of carer assessment templates and frame-
works currently in use by professionals and service providers. The framework by 
Nicholas [19, 20] has provided the basis for subsequent work that adopts a more 
carer-oriented outcomes approach. In her work, she identified four key domains for 
exploring with carers:

•	 A good quality of life for the care recipient
•	 A good quality of life for the carer
•	 Recognition and support in the caring role
•	 Service process outcomes

Subsequent researchers have used Nicholas’ framework as the basis for their 
research and development work regarding carer assessments, together with carers 
themselves, professionals, and representatives from civil society (see Hanson et al. 
and Miller et  al.,) [10, 18]. For example, The Carers Outcome Agreement Tool 
(COAT) [10] originally consisted of four sets of questionnaires and an action/evalu-
ation plan for each of the questionnaires. The four questionnaires addressed the 
following domains:

–– Helping you to care, which considered the type of help, information and skills 
that carers might need

–– Making life better for you, which explored support that might improve the car-
er’s quality of life

–– Making life better for your relative, which explored what might improve the 
quality of life of the care recipient

–– Getting good quality help, which considered what carers wanted from a qual-
ity service
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Following completion of COAT, the carer and practitioner discuss a series of 
action plans and decide upon the type of support needed, who will provide it and 
when, the goals of the support, and when/how it will be evaluated [10, 11].

It is important to highlight that COAT can be used both at the individual (micro 
level) involving the individual carer and practitioner, and it can also be used at an 
organizational (meso) level to help develop carer support services. Firstly, at an 
organizational level, carrying out COAT assessments with a larger number of carers 
in participant municipalities in Sweden, enabled carer advocates (a dedicated role, 
involving direct support to individual carers and on a strategic level to develop carer 
support services at the municipality level) to easily identify carers’ key preferences 
for support and thus target support services and further development of services in 
these specific areas. In some instances, a decision made with regard to carer support 
services was in direct contrast to the compiled expressed needs of carers who had 
undertaken a COAT assessment. For example, in one municipality, it was decided 
that carer benefit would be discontinued as it was seen to be tokenistic and only 
applied to a specific group of carers (predominantly older, retired spousal, high-
intensity carers). However, from the compiled COAT data, financial support for 
carers was one of the most valued forms of support expressed by carers themselves. 
Carers explained that the benefit was of symbolic value, signaling that they were 
recognized and valued in their role, in addition to its economic value. They expressed 
feeling disappointed and “let down” when they heard that the carer benefit was plan-
ning to be discontinued. By presenting the compiled COAT data to decision-makers, 
the carer advocates were able to argue for the carers benefit to be continued in the 
municipality concerned.

An essential element of COAT, in keeping with an outcome-focused approach to 
carer assessment, and more broadly a partnership approach to working with carers, 
is that it builds on the strengths and resources of carers and importantly helps carers 
to identify these themselves, while addressing their goals for support. A key finding 
from our implementation work with COAT in several municipalities across Sweden 
was that it enabled practitioners to work in genuine partnership with carers [21].

Participant carers identified the following benefits:

–– Allowed them to raise issues that were causing concern
–– Helped them to discuss such concerns in an open and frank manner
–– Provided new insights into their caring situation
–– Helped them to focus on issues that they had not previously considered
–– Helped to structure their discussions with practitioners
–– Helped to validate their experiences as carers

Equally, practitioners also identified a number of benefits:

–– All practitioners felt that COAT worked well in promoting a personal and detailed 
discussion about individual caring situations.

–– Despite some practitioners having detailed prior knowledge of the caring situa-
tion, completing COAT provided new insights for many of them.
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–– Practitioners considered that COAT enabled them to get to know the carers well 
and provided a comprehensive view of the caring situation from the carers’ 
perspective.

–– COAT enabled carers to talk openly about their situation and helped them to 
focus on areas that they had not previously considered, such as their own quality 
of life and personal goals outside of their caring situation.

–– The process of completing COAT allowed practitioners to begin to address some 
of the carers’ concerns, for example, for further information.

–– Completing COAT was seen by some as potentially therapeutic in its own 
right [21].

Carrying out a comprehensive carer assessment that builds on the carer’s own 
outcomes enables the practitioner to sensitively explore with carers their motiva-
tions for caring or otherwise as openly as possible within the context of a trusting 
relationship. In this way, it is possible for the practitioners to identify those carers 
who genuinely wish to continue caring and discuss together the most appropriate 
forms of support to enable them to do so, while at the same time maintaining their 
own health and well-being [10]. Many carers who have been caring for several years 
have often learnt on a “trial-and-error” basis how best to care for their relative/sig-
nificant other so that they have learnt how to carry out practical and personal caring 
tasks, including more complex medical or nursing procedures [12]. However, expe-
rienced carers may nevertheless require help with coping strategies and tips for how 
to best manage their caring situation, which in turn can help to reduce any stress or 
burden they may be experiencing [12]. In this next section, several coping strategies 
are highlighted that many carers themselves have expressed are useful to them in 
their individual caring situation.

4	� Self-Care for the Carer

Experienced and former informal carers when they look back over their caring 
experiences may often express an important lesson learned, namely, no matter how 
difficult it may seem is the ability to make time to look after themselves as well as 
the person they are caring for, or as a carer aptly explained it “putting on your own 
life vest first before you help your loved one.” As outlined earlier in the introduction 
section above, it is common for carers to put their own needs and life goals second 
or even on hold altogether to care for the person close to them, which in the long 
term can have negative consequences on their own health and well-being, in addi-
tion to their social situation, paid work situation (for carers of working age), finan-
cial situation, and overall quality of life and life goals [22].

The next section provides a description of the key coping strategies deemed to be 
useful by carers to enable them to be aware of and to look after their own health and 
well-being.
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5	� Coping Strategies

Historically and, even to some extent, to the present day, most of the research that 
has been carried out in the area of informal carers and caring tends to focus almost 
exclusively on the burdensome aspects of caring [23, 24]. That is, the negative and 
stressful aspects of caring. While it is important not to ignore or downplay the nega-
tive aspects of caring that are experienced by carers, especially those carers carrying 
out intensive amounts of caring and for a prolonged period of time, it is nevertheless 
increasingly acknowledged that having a sole focus on carer burden, in research, 
policy, and practice, may not necessarily fully address the entire caregiving experi-
ence [25, 26]. Furthermore, in practice situations, a sole focus on the burdensome 
aspects of caring may not be perceived by the carer to be so directly helpful for them 
either and may cause the carer to experience additional stress or discomfort, as the 
following carer anecdote highlights. An experienced spousal carer, in the context of 
a practice development project, was asked to complete a carer burden scale by giv-
ing a score from 1 to 10 as to her current level of burden, to which she aptly replied, 
“It doesn’t matter what number I write here because at the end of the day I still have 
to go home and look after my husband-just writing a high score just makes me feel 
more stressed.”

5.1	� Maximizing the Positives and Minimizing the Negatives

In keeping with a partnership approach to working with informal carers, as well as 
exploring what carers perceive to be the difficult aspects of their caring situation, it 
is also important for practitioners to explore with carers what they perceive to be the 
satisfying aspects of caring, which help them to feel good about their caring experi-
ence and/or to find it meaningful [27]. Grant and Nolan [28] in their work with 
carers found that a key strategy for practitioners to use with carers who wish to 
continuing caring is to enable carers to maximize the positive or satisfying aspects 
of their caring situation. Equally, it is to help carers minimize the negative aspects 
of their caring situation, such as those activities that they don’t enjoy carrying out or 
that they would prefer not to do at all. Common sources of satisfaction expressed by 
carers include the following examples:

–– Caring has allowed me to develop new skills and abilities.
–– Caring has brought me closer to the person I care for.
–– I feel that if the situation were reversed, the person I care for would do the 

same for me.
–– It’s nice when something I do gives the person I care for pleasure.

Further examples, based on extensive interviews with carers, can be found in the 
Carers Assessment of Satisfactions Index (CASI) developed by Nolan, Grant, and 
Keady [16].
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Having identified their personal sources of satisfaction in caring for their rela-
tive/significant other, a way of maximizing them is to encourage the individual 
carer to focus on these positive aspects of caring when thinking about their indi-
vidual caring situation and when carrying out caring activities. It can also help to 
talk about the positive aspects with family members, friends, and practitioners. 
Carers often find that doing this helps them to boost their self-esteem and to feel 
good about their caring role and gives them more energy and helps them to 
feel well.

However, in some situations, carers may find that it is difficult or simply not pos-
sible to think of any positive or satisfying aspects of their caring role whatsoever. 
This is often a critical signal to the practitioner that the caring situation is most 
likely becoming burdensome and possibly unsustainable for the carer [12]. Further, 
they are approaching or are already experiencing a crisis or breaking point. In such 
situations, it is important for the practitioner to listen to both the carer and the care 
recipient and actively help with securing a prompt solution to the situation. This can 
mean for example, urgently securing additional sources of support (such as home 
help and home care nursing services, and/or from their own family and informal 
support network as appropriate) or alternative sources of support so that the carer 
can be relieved of their active caring role as appropriate–either for a shorter period 
of time (such as the care recipient receiving respite care) [29] or on a permanent 
basis (such as the care recipient entering residential care/nursing home or being 
cared for by another family member/significant other as appropriate) [30]. If the 
carer continues to be unsupported, it may, in extreme situations, lead to abuse of the 
care recipient by the informal carer [31].

Examples of the negative aspects of caring that carers may need help from prac-
titioners/service providers to help minimize include the following:

–– It (caring) can put a strain on family relationships.
–– I sometimes feel helpless/not in control of the (caring) situation.
–– The person I care for needs a lot of help with personal care.
–– I can’t have a break or take a holiday.

Further examples can be found in the Carers Assessment of Difficulties 
Index (CADI) also developed by Nolan et al. [16] and based on interviews 
with carers.

Discussing the difficulties of caring with someone who they trust and who under-
stands them can often be a useful first step in the carer getting the actual help and 
support they need and prefer. It can involve talking with someone close to them, or 
it may involve talking with a practitioner or a member of a carer organization/
NGO. Subsequently, a practical way of helping the carer is for the practitioner or 
service provider to arrange with help with the aspects of caring the individual carer 
finds difficult and burdensome so that they can devote their time instead to main-
taining their relationship with the person they care for (as a wife/husband, son/
daughter, etc.) and doing the caring activities they enjoy and consider meaningful 
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and to be able to live their lives. This in turn can help the carer to feel well and can 
help those carers who wish to continue caring to sustain them in their caring 
role [32].

As can be seen in the above examples, the types of support offered to help mini-
mize the negative aspects of caring vary according to the nature of the identified 
problem. The first two items above relate more to the emotional and psychological 
responses of the carer to their caring situation, which in turn is likely to require 
emotional support. For example, this can involve talking with someone understand-
ing who the carer trusts and who genuinely listens to them; individual counselling 
and/or a carers support group. As well, it can involve cognitive skills training to help 
carers learn to re-frame their coping responses to their caring situation and to extend 
their coping repertoire, which can form part of a broader psychotherapeutic or psy-
chosocial support intervention delivered in a variety of formats (online/face to face, 
individually/group, peer driven/professionally led) (see for example, González-
Fraile et al. and Carretero, Stewart and Centeno) [33, 34]. In contrast, the third and 
fourth items relate to the need for more practical types of help and support, in the 
form of, for example, additional home nursing services and respite care services 
and/or additional help by family members/informal support networks as appropri-
ate. This highlights the importance of tailoring the help and support to the individual 
carers’ and the care recipients’ preferences and goals [10].

An additional coping strategy commonly used by carers is to seek and gain reli-
able and accessible information about a range of supports available to them and the 
person they care for and to be able to accept help from others as described in the 
following section.

5.2	� Information Seeking and Provision, Accepting Help 
from Others

Finding out what help and support is available from formal health and social care 
providers and from the voluntary sector is also a crucial first step for carers as it can 
help them to make an informed choice, together with the person close to them in 
need of care, as to whether to take on board a caring role or not and if so to avoid 
taking on board too onerous caring responsibilities that may negatively affect their 
own health and well-being and life goals [35]. The most common expressed need 
among carers irrespective of the health and/or care need of the care recipient is the 
request for information. Previous research has shown that for carers to know what 
help is available to them and who to contact in an emergency situation can help 
them and the person they care for to feel more secure in their caring situation [19].

However, many carers express that they do not always find it so easy or straight-
forward to access the information they require about the range of supports avail-
able to them [36], such as their legal rights (if existing in their particular country/
region), financial benefits, “hands-on” skilled support with personal care activities 
and practical help around the home, the range of assistive devices and adaptations 
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available to make caregiving more safe and secure at home and information about 
counseling services and education, and support groups available for carers and for 
the carer dyad, namely, the person with a health and/or care need and their informal 
carer [37].

In more recent years however, as highlighted in more detail in the chapter “The 
Use of Information and Communication Technology Among Informal Caregivers” 
focusing on technical solutions for carers, a growing number of targeted websites, 
online information hubs and online psycho-educational groups, and support pro-
grams have been developed and are available, some of which are dedicated to carers 
and a number that are directed mainly at the person with a health and/or care need 
or the carer dyad [38]. Nevertheless, not all carers have access to and/or are equipped 
with the digital skills necessary to benefit from available information and commu-
nication technology (ICT)-based services [39]. Thus, it is important that both for-
mal health and social care providers and the voluntary sector continue to provide 
information in printed formats and verbally in one-to-one meetings and group ses-
sions to avoid some carers and the person they care for being socially excluded from 
potentially useful sources of information to help them in their caring situation. 
Examples of groups of carers that are more likely to be at risk of social exclusion 
include the oldest old carers and more hard-to-reach groups of carers, such as carers 
from ethnic minority groups and carers living in rural areas where internet connec-
tion may be less than adequate or nonexistent and carers fleeing war and trauma.

It is also relevant to highlight that information giving by practitioners, carer orga-
nizations, and other civil societies about available support (among other topics) is 
not a “one-off” activity but rather is a continuous process where information is regu-
larly updated to ensure it is current and relevant and that the most appropriate infor-
mation is communicated effectively so that it matches or fits with the carer’s own 
needs and preferences for information and their level of digital literacy [40]. Also, 
it matches with their particular phase of caring yet, at the same time, also enables 
them to plan ahead with the person they care for and those close to them for the 
potential future caregiving situation to reduce feelings of uncertainty or unpredict-
ability among the carer and the person they are caring for [12].

In addition to information seeking by carers and information provision by prac-
titioners and the voluntary sector, an equally relevant strategy highlighted by expe-
rienced informal carers is for carers to accept help from others, wherever possible 
and as soon as possible, to avoid or minimize potential carer fatigue and burden as 
outlined above in the earlier section above related to personal beliefs about caring 
[15]. An audit of the support system for carers in Sweden [41], which has a history 
of a generous welfare state provision for its citizens, highlighted that the best pos-
sible support for informal carers is a well-functioning health and social care system. 
In other words, when gaps exist in the formal health and social care systems, it is 
much more likely that informal carers, predominantly daughters, but also to some 
extent sons, step in and compensate, which often results in them reducing their 
hours of paid work to support and care for an aged parent/s for example. As explained 
earlier in the introduction to the policy and advocacy chapter (i.e., chapter “Informal 
Caregivers: The Advocacy and Policy Perspective”), many countries globally are 
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experiencing cut-backs in formal long-term care provision, at the same time as there 
is an increased focus on integrated, people-centered health and care systems operat-
ing in the community. Thus, community-based and home-based long-term care ser-
vices act as an essential form of support for carers, to prevent them from taking on 
onerous amounts of caregiving and to prevent carer burden and breakdown and to 
enable them to have a life outside of caring and for carers of working age to con-
tinue in paid work [42].

Indeed, regular, respite care services deemed to be of good quality by both the 
care recipient and the carer and provided in their own home or in the community 
(day center, institutional long-term care setting, such as a residential or nursing 
home) by the local municipality/authority or voluntary sector have long been recog-
nized by carers’ themselves as being essential to maintain their well-being [43, 44]. 
This is highly relevant for those carers providing intensive amounts of care and/or 
for a prolonged period of time.

In addition to community-based service provision, previous research highlighted 
that those carers with more extensive informal support networks consisting of wider 
relatives, friends, neighbors, and work colleagues are less likely to experience social 
isolation and, as a result, are able to feel well as they are able to share their caring 
tasks and activities with them, get a short break from caring, and receive emotional 
support from people they know well and trust [15, 45]. Findings from work with 
COAT (e.g., Hanson et al.) [21] highlighted that a number of carers when they car-
ried out a COAT assessment found that they had not previously thought about ask-
ing a family member or neighbor for help for fear of being seen as a nuisance or 
potentially burdening them, as one carer expressed it “I don’t want to ask my adult 
kids as they have their own lives to lead.” Nevertheless, after a more in-depth dis-
cussion with a practitioner, they often identified a person/s in their personal network 
who they felt they could ask for help and who would potentially genuinely enjoy 
being able to help. A word of caution is warranted here however as this example of 
support by the wider informal support network should not be taken to mean that 
asking a good neighbor or friend for help negates the need for formal support in any 
way, yet it enables the carer dyad to have a more extensive repertoire of people to 
draw from and thus avoid being isolated or alone in their caring situation.

Carers carrying out intensive amounts of caring for a prolonged period may 
express feelings of grief or regret over the fact that they haven’t had the time and/or 
energy to keep up their relationships with those deemed important to them. They 
may also admit that their social life and social network have dwindled over time or 
that it is simply nonexistent [46]. Equally, they may express that they no longer have 
the opportunity to carry out their own favorite leisure activities or keep up their 
interests that they previously enjoyed doing, either on their own and/or together 
with the person they care for [47]. Carer research clearly reveals that those carers 
who can find a balance in providing care to their relative/significant other and find 
ways to keep up their relationships and interests are often better placed to feel well 
and maintain their health and well-being [7]. Carers of working age combining paid 
work with care of someone close to them can find it particularly challenging to find 
a suitable balance in their lives due to the challenges of combining paid work and 
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caring tasks with possibly raising a family, causing them to have little time over for 
pursuing their hobbies/leisure activities [48]. Thus, a key task for practitioners and 
service providers working with carers is to provide or direct carers to both practical 
and emotional forms of support to enable carers to find a balance in their lives that 
feels right for them.

In the next section, the strategy of planning ahead in relation to the future caring 
situation is explained.

5.3	� Planning Ahead

As a carer, it is not always at all so easy to be able to plan ahead and predict how 
their caring situation will look like in the future because they are often preoccupied 
with managing their current caring situation. However, research has highlighted 
that, wherever feasible, it can help with both increasing carers’ sense of security and 
the predictability of their caring situation by planning ahead together with the per-
son they care for, with family members and those closest to them, as well as with 
relevant practitioners [49, 50]. The amount and level of information required by the 
carer and care recipient in relation to the recipient’s illness/disability, condition and 
prognosis, and treatment outcomes will vary from individual to individual. 
Nevertheless, the earlier a practitioner can initiate an open dialogue about the future 
with the patient/client/service user and their informal carer/s and those closest to 
them, the better the chances are of avoiding an acute situation from occurring with-
out any emergency plans already being in place.

The subject of planning ahead is a topic that the practitioner or service provider 
may not always find so easy to broach with the carer and care recipient either. 
Nevertheless, opening up a dialogue about the future caring situation and making 
plans together can lead to a more in-depth understanding of the carers’ and care 
recipients’ needs and preferences, rather than leaving them to any second guessing 
later on by practitioners [51]. Being able to document about advanced care planning 
decisions and sharing the records with carers is also recommended as it can help to 
ensure an open and transparent communication with practitioners and service pro-
viders and to build and maintain trusting relationships with each other in keeping 
with a partnership approach [52]. This is especially the case in situations where the 
care recipient’s cognitive status may progressively deteriorate as in the case of 
Alzheimer’s disease, for example [53].

As outlined above, knowing who to contact in an emergency situation is important 
for carers. It can be of practical help for carers to make a list with the names and 
contact details of the relevant contact people/services in the event of an emergency in 
their mobile or another accessible place. Carers and care recipients expressed that 
having such a list made them feel more secure should a sudden and unexpected emer-
gency situation occur. In addition, it was found to be useful within future care plan-
ning to include plans for what to do in the event that something unexpected should 
happen to the carer [21, 37]. Further, such future planning has been shown to relieve 
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stress and anxiety, particularly in situations where a parent is caring for an adult son 
or daughter with a long-term illness or disability and where there is often a fear about 
what will happen if the parent carer/s should die before their adult child [54].

6	� Conclusion

In this chapter, it is explained how practitioners and service providers can work 
proactively with informal carers, namely, by offering timely information, advice, 
and support to carers, in order to enable potential carers to make an informed choice 
about whether or not to take on board a caring role, together with the person close 
to them in need of care, and to enable those carers who wish to care to continue car-
ing whilst maintaining their own health and well-being. A variety of strategies were 
highlighted that carers themselves have expressed are useful to enable them to care 
for the person close to them and, at the same time, to feel well and to pursue their 
goals in life. As shown in more detail in the chapter “Informal Caregivers: The 
Advocacy and Policy Perspective” on informal carers and the policy and advocacy 
perspective, these coping strategies are likely to be most successful when embedded 
in an integrated framework of support for carers.
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Informal Caregivers and Health Literacy

Areti Efthymiou and Evridiki Papastavrou

1	� Introducing Health Literacy and eHealth Literacy

Literacy is defined as an ability to identify, understand, explain, create, and calcu-
late verbally and in written form; is considered a process of learning assisting in the 
accomplishment of set goals [1]. In 1965, almost 50% of the world population was 
considered illiterate [2]. More recently, data from the Survey of Adult Skills, part of 
the Programme of the International Assessment of Adult Competencies, reported 
that 20% of adults performed in the lowest level of literacy and numeracy [3]. 
Different types of literacies have been defined in the literature, with all having a 
common basis, the traditional literacy of being able to read, write, and calculate 
[4–6]. Health literacy has received many different definitions, over 200, and requires 
a set of literacies such as traditional, cultural, scientific, and informational [7]. 
Nutbeam proposed a health promotion model with health literacy as a health promo-
tion outcome and health education as a health promotion action [8]. Three types of 
literacies were distinguished according to Nutbeam: functional (basic skills of read-
ing and writing), communicative (cognitive, social, and literacy skills facilitating 
social participation, accessing and interpreting information), and critical literacy 
(advanced skills promoting critical thinking) [8]. According to a more recent defini-
tion by Soerensen et  al. [9], health literacy is considered the combination of 
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motivation, knowledge, and skills for accessing, assessing, and applying health-
related information and decisions related to all aspects of health (healthcare, disease 
prevention, and health promotion). This definition was adopted by the World Health 
Organization in 2013 [2, 10]. In the last 20 years, research in this field has grown, 
and governments promoted policies to enhance the citizens’ health literacy level [3, 
11]. The Healthy People 2030, an initiative started in 1979 in the United States, is 
considered the most recent example of policies promoting health literacy and orga-
nizational health literacy, the most recent trend in this field. Health Literate 
Organizations need to comply with ten core attributes making health services acces-
sible to different populations with different levels of health literacy and cultural and 
linguistic backgrounds [12]. Health literacy skills do not include only the skills of 
reading and understanding a medical leaflet or making a doctor’s appointment as 
most people may think. Higher level of health literacy is associated with better 
medicine adherence, an overall better management of disease, and lower costs for 
the healthcare system [4, 5]. Limited health literacy is associated with lower socio-
economical status, decreased social support, lower level of education, higher use of 
healthcare services, poorer physical and mental health, longer stay in hospitals, 
poorer self-care, more hospital admissions, and lower quality of life [13–18].

Many different tools have been developed to assess health literacy levels, objec-
tive (functional) and subjective, generic, and condition-specific [19, 20]. The most 
widely used tools are the Test of Functional Health Literacy in adults (TOFHLA), 
the S-TOFHLA (short version of TOFHLA), and the Rapid Estimate of Adult 
Learning in Medicine (REALM), which are available in English and Spanish. 
TOFHLA is a measure of functional health literacy, which discriminates people in 
three categories: adequate, marginal, and inadequate literacy [21]. REALM uses 
health-related words that progressively become harder to pronounce [22]. Another 
widely used instrument is the Newest Vital Sign (NVS), including six items to 
assess reading and comprehension of an ice cream nutrition table [23]. These three 
instruments are considered functional measures as they assess the health literacy 
skills directly. One of the most widely used subjective measure of health literacy is 
considered the Health Literacy Survey-Q47 (available in shorter versions of 16, 12, 
and 6 items) and widely validated to many languages and different populations, 
including informal caregivers [24, 25]. The HLS-EU-Q47 has four scoring catego-
ries: inadequate, problematic, sufficient, and excellent. In the research focusing on 
informal caregivers of people with dementia, HLS-EU-Q16 was validated extract-
ing five factors (see Fig. 1):

	1.	 Health Promotion. Health promotion included five items regarding risk factors, 
health screenings, activities for mental well-being, family advice, and everyday 
behavior related to health. Health promotion could be considered as the means 
to promote health literacy [18].

	2.	 Media Literacy. Media health literacy was not provided by the HLS-EU frame-
work and included digital and nondigital media. Mistrust of information pro-
vided by the media was revealed from this validation [18].
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Fig. 1  Five factors of the HLS-EU-Q16 in a sample of informal caregivers of people with demen-
tia (Copyright Efthymiou, A., 2020)

	3.	 Compliance with doctor’s instructions. Compliance with doctor’s instructions 
dimension included three items: understanding doctor’s spoken and written lan-
guage, doctor’s instructions, and to follow them. The term compliance is an 
older term used to describe a more paternalistic and passive acceptance of the 
health professionals’ directions and sometimes interchangeably used with the 
term adherence [18].

	4.	 Health care and access of information. The two first items of the questionnaire, 
concerning the skills to find information on treatments and the professional help 
somebody may require, were grouped and included the access component to 
information regarding health care [18].

	5.	 Health-related decision-making. This domain included three final of deciding to 
visit a second doctor for a further opinion, making decision on illness based on 
the information provided by the doctor and finding information to manage men-
tal health problems. Health-related decision-making may be negatively con-
nected with compliance with the doctor’s instructions [18].

1.1	� eHealth Literacy

With technological advances, another term has gained attention in the last 10 years, 
the “e” dimension of health literacy, integrated in media literacy. eHealth literacy 
included, based on the lily theory, different types of literacies, traditional, health, 
informational, scientific, media, and digital [26]. Chan and Kaufman [27] were 
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based on Norman’s and Skinner’s Lily model and added to the model Bloom’s 
taxonomy of educational objectives forming a model of 36 categories. The use of 
reading, information, and digital literacy are the most used types when completing 
a task [27]. Norman’s and Skinner’s model had limitations that they themselves 
recognized, focusing on the difficulty to integrate the in-progress technological 
advances such as web 2.0 [28]. Other researchers expanded the model including 
the skill to identify and communicate a health issue, the cultural and the moral 
literacy or focused on specific populations, for example, older adults [29, 30]. 
eHealth literacy research speeded up the pace during the last 5 years, with research-
ers focusing on the measurement of this concept and more recently due to the 
COVID-19 pandemic, focusing on the way that social media is a source of health-
related information [31].

There is a lack of eHealth literacy measures. The most frequently used instru-
ment is considered the eHeals by Norman and Skinner [32]. The specific instru-
ment has received critique by other researchers [33] and even by Norman [28]. In 
a recent review of eHealth literacy measures [34], seven measures were identified: 
eHeals, eHeals-extended version, eHealth Literacy Scale, eHealth Literacy 
Questionnaire, and the transactional eHealth literacy instrument. The eHeals was 
used in many different populations and was adapted for informal caregivers 
(eHeals-Carers) [35]. The eHeals version for informal caregivers included two core 
factors: information seeking and information evaluation with internal consistency 
over 0.77 [35] (Table 1).

Table 1  eHeals-Carers items

Information seeking
Q1 “I know what resources/information are available on the Internet concerning the health 

and caregiving issues of my friend/relative (practical, financial, legal issues, information 
about the disease and available services)”

Q2 “I know where to find helpful information on the Internet concerning the health and 
caregiving of my friend/relative (e.g., which websites I will search)”

Q3 “I know how to find helpful information on the internet concerning the health and 
caregiving of my friend/relative (e.g., concerning the process: Google search)”

Q4 “I know how to use the Internet to answer my questions about the health and caregiving 
of my friend/relative (e.g., how to ask in order to receive a proper reply to my question)”

Q5 “I know how to use the information about the health and caregiving of my friend/relative I 
find on the Internet to help me (practical, financial, legal issues, information about the 
disease and available services)”
Information evaluation

Q6 “I have the skills I need to evaluate the resources/information I find on the Internet 
concerning the health and caregiving of my friend/relative”

Q7 “I can tell high-quality resources/information from low-quality resources/information on 
the Internet concerning the health and caregiving of my friend/relative”

Q8 “I feel confident in using information from the Internet to make decisions concerning the 
health and caregiving of my friend/relative”
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2	� Health Literacy Levels Among Informal Caregivers

A caregiver could be defined as a person (family, friend, neighbor), living together, 
in another household or caring from a distance, mostly providing unpaid care to 
someone in need [36–38]. More than one person usually cares for a person with 
dementia. There is a term that we find infrequently in research “secondary informal 
caregiver,” without an agreed definition. In one case, the term is defined as the per-
son who is the second most responsible carer [39] and in other study is defined as 
the person who provides support to the primary carer [25].

Informal caregivers need to make multiple decisions everyday from the start of 
their journey on behalf of or in collaboration with their relative in need [40]. They 
provide care, monitor and manage disease symptoms, communicate with the health-
care professionals, and decide if they trust the healthcare professionals [40]. 
Caregivers search for information and services available from multiple sources, 
associations, healthcare professionals, social media, websites, and platforms, and in 
many cases, the information provided is not tailored and does not cover their needs 
[41, 42].

Based on the findings of a recent scoping review [43] during the period 2003 to 
2015, in half of the studies using levels (6/12) as the scoring method, the low health 
literacy ranged from 0% to 42.9% for the informal caregivers of adult care-recipients, 
and in five studies using the average score, informal caregivers reported adequate 
levels of health literacy [18]. Comparison between formal and informal caregivers 
is found only in one study with no statistical differences in health literacy scores 
[44]. High level of health literacy was confirmed in studies with convenient samples 
of informal caregivers of people with dementia in Greece and Cyprus [25] and in 
Norway [45]. The level of health literacy was measured in two studies with the use 
of Health Literacy Survey, 16 items questionnaire (HLS-EU-Q16), and Health 
Literacy Scale, Norwegian translation of 12 items (HLS-N-12) irrespectively. The 
methodological issues usually encountered in the studies complicates the interpreta-
tion of the results. Informal caregivers’ health literacy has been studied among care-
givers of older people with memory problems, with heart failure, oncology patients, 
palliative care patients, and patients with diabetes [46–52]. The studies used differ-
ent study designs (quantitative or qualitative), different measures, and small sam-
ples, making conclusions difficult. Most of the studies found an adequate level of 
health literacy among informal caregivers with high knowledge of the disease and a 
different level of health literacy among informal caregivers and patients, with infor-
mal caregivers usually reporting a higher level of literacy than the patients [25, 46, 
48–50, 53, 54]. Age and informal caregivers’ kinship were frequently related to 
health literacy level, but this is not always the case for education [43]. Memory loss, 
older age, lower cognitive functioning and working memory, and level of education 
seem to predict limited health literacy [49].

In the case of informal caregivers of people with dementia, recent literature sug-
gested that informal caregivers had a high level of health literacy and eHealth 
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literacy as it was measured with the HLS-EU-Q16 and eHeals-Carer, with advanced 
knowledge, understanding of the disease and the procedures of care, and skills to 
search dementia-specific information [25, 55]. This was confirmed for the informal 
caregivers of people with schizophrenia, measuring mental health literacy [54]. 
Most recently, a study on paid caregivers (outpatient caregivers) during the 
COVID-19 pandemic suggested a sufficient level of health literacy as measured 
with HLS-EU-Q16 [56].

3	� Why Health Literacy Is Important: Health Literacy 
and Caregiving Variables

Caregiving includes many different dimensions. In this subsection, we will focus on 
the association of self-efficacy, coping strategies, social support, and health literacy.

3.1	� Health Literacy and Self-Efficacy Among 
Informal Caregivers

In a systematic review [57], self-efficacy among informal caregivers seemed to be 
associated with the health-related quality of life with a low to medium effect size. 
Higher self-efficacy was associated with more positive aspects of caring (gain, sat-
isfaction, rewards, mastery) [57]. Higher self-efficacy of controlling upsetting 
thoughts about caregiving (e.g., thinking about negative aspects of caring, worrying 
about caregiving) and managing behavioral disorders in dementia (e.g., repeating 
questions, complaining, anxiety, attachment to informal caregiver) were related to 
the positive aspects of caregiving. Low self-efficacy of obtaining respite (e.g., ask-
ing a friend or family to undertake caring tasks and stay with the patient) was asso-
ciated with burden and depression [58]. Symptom management self-efficacy acted 
as a mediator in the relationship between neuropsychiatric symptoms of dementia, 
burden, and depression and predicted the caregiver’s burden and depression [59]. 
Mastery and self-efficacy mediated in the association of stress levels among a sam-
ple of informal caregivers and depression [60].

Higher levels of health literacy and eHealth literacy were associated with higher 
scores in caregiving self-efficacy for obtaining respite and behavior management in 
a study with informal caregivers of people with dementia from Greece and 
Cyprus [25].

Limited health literacy was associated with lower parental self-efficacy [61], and 
in four studies, the mediating role of self-efficacy was reported; on the association 
of health literacy and the compliance with physical activity guidelines [62], on 
health literacy and poorer physical and mental health [14], on maternal health lit-
eracy and early parenting practices [15], and on numeracy and diabetes medication 
adherence [63].
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3.2	� Health Literacy and Coping Strategies Among 
Informal Caregivers

Researchers through the years have developed models to interpret people’s coping 
behaviors. In Perlin’s model, there are three types of coping strategies: problem-
focused, emotion-focused, and meaning-focused. According to Pearlin [64], coping 
is defined as “the things that people do to avoid being harmed by life-strains…any 
response to external life strains that serves to prevent, avoid, or control emotional 
distress.” The coping process is multidimensional; includes “behaviors, cognitions, 
and perceptions;” and has three functions “management of the situation, manage-
ment of the meaning and management of stress symptoms” [64]. Perlin and Schooler 
discussed the coping efficacy meaning how effective the selection of a person’s 
coping strategies is on the stress that derives from a situation. “Effective coper” is 
the person that feels no stress even in the most severe life situations. When a person 
has control over a role (e.g., family role), it is more effective to follow a problem-
focused strategy. In the case where personal control over a role is lower (work, 
finances), the person may adopt emotion-focused or meaning-focused strategies, 
which reappraises the situation. In some cases, there are the so-called compensatory 
coping, when after reappraisal, the person may proceed to a problem-focused strat-
egy to reinvest [65].

In the context of coping strategies in association with health literacy, in one 
study, the association between adjustment and caregiving experiences of informal 
caregivers of people with mental health disorders was reported [66]. Primary and 
secondary control engagement were the two dimensions of coping. Poorer adjust-
ment was associated with disengagement. Life satisfaction was associated with sec-
ondary control engagement and caregiving confidence with primary control 
engagement [66]. In the case of informal caregivers of people with dementia, coping 
strategies were measured with brief-COPE, and lower levels of health literacy and 
eHealth literacy were associated with problematic coping and negative attitudes 
toward caring [25].

3.3	� Health Literacy and Social Support Among 
Informal Caregivers

Human relationships play a crucial role in well-being and quality of life. Social sup-
port can be distinguished in tangible support, emotional support, or affirmation. The 
association of social support with health is well documented [67]. Depression, 
reduced immunological function, coronary heart disease, blood pressure, biological 
aging, and substance abuse have been documented to be related to lower levels of 
social support. Social support acts protectively to the life-threatening events during 
our lifetime, as it moderates the effects according to Cobb [68]. According to Thoits, 
the type of support affects the health outcomes: tangible support and emotional sup-
port (love, care, sympathy) seemed to be most effective for our health [69].
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As part of the social networks’ theory, Antonucci presented the Convoy model 
and discussed the importance of relationships through the lifetime of a person and 
personal and situational factors that influence these relationships [70]. The social 
networks are a protective net that promotes health (physical and mentally) and 
change as the person grows and changes, involving or excluding people based on 
the circumstances. As the person ages, the closest relationships of a person’s social 
ties remain the same, even if the total number of relationships decreases. People 
with more extensive social networks have higher chances of receiving home care at 
a later age. The structure, access, and availability of the members in the network can 
be a predictor for potential informal caregivers and is differentiated from northern-
western to southern-eastern European countries based on the familial model [71]. In 
Eastern countries, an extended family network can predict the informal care provi-
sion, but in the case of Northern countries, only the close partner is a predictor of 
informal care. Fernandez-Carro and Vlachantoni [72] identified the role of social 
networks taking into consideration the three models of care: Scandinavian, 
Continental, and Mediterranean. In another study from Spain representing the 
Mediterranean care model, by Serra et al., resilience and social support are protec-
tive factors of abuse to PwD and confirmed the mediating role of the burden for the 
association of social support and abuse [73]. In a cross-sectional study among 
Chinese informal caregivers of people with Alzheimer’s disease, social support 
seemed to have a moderating effect on the way patient’s cognitive impairment and 
depression associated with informal caregivers’ burden. Informal caregivers with 
low social support express higher levels of burden because of disease progression 
and depression [74]. The social network received support and negative interactions 
were associated with self-rated health among informal caregivers, and informal 
caregivers’ burden acts as a mediator in this relationship [75].

Health literacy and productive ageing were associated with social support in a 
sample of 992 older adults [76] and with positive impact on physical health of older 
adults [77]. Health literacy was associated to social support in a sample of informal 
caregivers of people with dementia [78]. Three profiles were identified in relation to 
the level of health and eHealth literacy of informal caregivers of people with demen-
tia [79]: (1) informal caregivers with a high level of health and eHealth literacy and 
higher caregiving self-efficacy, (2) limited health and eHealth literacy and problem-
atic coping, and (3) informal caregivers with a high level of health and eHealth lit-
eracy and strong social support and quality of support [18].

3.4	� Interventions to Enhance Health and eHealth Literacy 
of Informal Caregivers and Health Care Professionals 
Working with Older People and Their Families

Interventions aiming at enhancing health literacy could be categorized as interven-
tions focusing on enhancing health literacy, interventions tailored to the health lit-
eracy levels, and interventions aiming at promoting health outcomes [80].
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Only recently do we find interventions directly targeting the informal caregiv-
ers’ health literacy and eHealth literacy. In the last 4 years, European-funded 
projects are aimed in this direction. For example, the European-funded project 
eLILY aimed to provide a blended training program (face-to-face and eLearning 
course) for informal caregivers of frail older people and PwD based on Lily 
theory model developed by Norman and Skinner [26], integrating dimensions by 
Chan and Kaufman [27, 29] and Gilstad [29]. Five institutions from five coun-
tries participated (Poland, Cyprus, Greece, Italy, Bulgaria). The methodology 
followed included health and eHealth literacy survey on the existing policies in 
partners’ countries, development of the step-by-step guide of the curriculum 
including six modules, a Delphi survey with informal caregivers, content devel-
opment, and pilot testing.

The final contents included four core modules for informal caregivers of 
older people:

	1.	 Module 1 Health literacy and communication skills. This module aimed to assist 
informal caregivers communicating effectively with physicians. It introduced 
health literacy concepts and provided the necessary information that health pro-
fessionals required from the patients. The dimensions of burden and emergency 
needs were explained.

	2.	 Module 2 Digital literacy. This module focused on the use of tablet and smart-
phones, providing the basic skills for their use. Informal caregivers in this mod-
ule understand how to safely search online protecting their privacy.

	3.	 Module 3 eHealth literacy, an introduction to selected sources. This module 
introduced the concept of eHealth literacy to informal caregivers, providing 
guidelines on the proper search of health information.

	4.	 Module 4 Use of interactive services. The final module focused on the social 
media use. In this module, informal caregivers learned the different types of 
social media and understood how to use and assess health information available 
on social media.

Following this work, eLILY2 extended the work to nursing students and nurses 
working with older adults. The consortium this time included partners from Greece, 
Czech Republic, Lithuania, and Poland and was coordinated by partner from 
Cyprus. The blended course in this second European-funded project included four 
modules targeting nurses working with older adults and their families:

	1.	 Module 1 Introduction to health literacy and eHealth literacy. This module intro-
duced nurses and nursing students to the concepts of health and eHealth literacy 
and ways to assess online information.

	2.	 Module 2 Patients with limited health literacy. In this models, nurses and nursing 
students focused on communication skills with older adults and their families, 
introducing concepts, for example, “Teach-Back” method and AskMe3.
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	3.	 Module 3 Feasibility and readability issues and eHealth challenges. This module 
focused on the assessment of written materials for older people and provided 
guidelines for clear communication in written language.

	4.	 Module 4 Health literacy and patient safety. This module focused on medication 
adherence and ways to promote the use of new technologies, for example, apps.

Another study on informal caregivers of patients with multiple sclerosis used a 
randomized design to assess the impact of the family-centered empowerment pro-
gram for health literacy and efficacy in a sample of 70 informal caregivers [81]. The 
model followed four phases: increasing knowledge on the disease, managing chal-
lenges and stress, increasing self-efficacy with the use of problem-solving strate-
gies, providing information, and becoming a trainer for the patient and the final 
phase, evaluating the process.

4	� Conclusion

Informal caregivers make health decisions for their own health and their relative’s 
health. Health and eHealth literacy could act as an umbrella supporting these choices 
and facilitating caregiving. The informal caregivers’ health literacy and eHealth lit-
eracy level is differentiated according to cultural, educational, and socioeconomical 
background and study designs, and more research is necessary to assess it. Future 
research could work in three pillars:

	1.	 The development of disease-specific literacy scales. Disease-specific literacy 
scales could facilitate the work of healthcare professionals and healthcare ser-
vices working with caregivers and patients with chronic diseases.

	2.	 Healthcare services assisting caregivers need to adapt to a health and eHealth 
literacy-friendly policy, assisting informal caregivers by providing them all the 
necessary information and promoting caregivers’ health and eHealth literacy 
skills when this is necessary.

	3.	 The third step requires the development of sustainable interventions targeting 
caregivers with low level health and eHealth literacy.
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The Use of Information 
and Communication Technology Among 
Informal Caregivers

Evridiki Papastavrou  and Areti Efthymiou 

1	� Introduction

The number and proportion of people over the age of 60 years is increasing dramati-
cally and, according to the World Health Organization estimations, is expected to 
increase up to 2.1 billion by the year 2050 (https://www.who.int/health-topics/
ageing#tab=tab_1). Aging is often associated with several health conditions, chronic 
diseases, comorbidities, and frequent limitations that affect the everyday life and 
reduce the ability of people to live an independent life. As regards patients with 
cognitive decline that greatly reduces their ability for independent living, an esti-
mated 6.2 million Americans aged 65 and older are living with Alzheimer’s demen-
tia today, and this number could grow to 13.8 million by 2060 [1]. Support in 
managing conditions associated with old age and related diseases, for example, cog-
nitive impairment, is usually provided by the family and people who identify them-
selves as “informal caregivers.” In the United States, and only for patients suffering 
from Alzheimer’s disease, caregivers report about 18 billion hours of unpaid care 
every year [2] meaning that this number is much higher if informal caregivers of all 
diseases are added in the equation. Although many informal caregivers find caregiv-
ing as rewarding and associated with positive feelings, still providing care to older 
adults and other patients with chronic disabilities is stressful, and there is evidence 
of adverse outcomes such as burden, depression, anxiety, family conflicts, and lower 
quality of life [3–5]. Additionally, most caregivers report that apart from support, 
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they need more information to manage the care they provide and to cope with the 
caring challenges and demands [6, 7]. Better caregiver preparation and training is 
also linked to lower rates of health care utilization and better communication of 
medical information. In a recent systematic review of the associated literature, it has 
been shown that caregivers who are more and better prepared for caregiving, dem-
onstrate decrease in the related stress with a one-unit increase in caregiver prepared-
ness connected to a 17% reduction in their stress [8]. The aim of this chapter is to 
investigate and report the importance and meaning of technological solutions for the 
informal caregivers of people living with chronic diseases in the community and 
especially for those caring of people with dementia. The discussion will follow with 
a scoping review conducted by the authors, aiming to explore e-health literacy of 
caregivers in relation to older persons and those suffering from dementia, the char-
acteristics of those who are using the internet for the benefit of their patients, what 
they expect to find, and what they post in the social media.

2	� Information and Communication Technology 
and Informal Caregivers

Information and communication technology (ICT) has emerged as a promising 
solution in the support of caregivers of chronically ill patients, and many research-
ers have demonstrated that technology-based interventions can improve outcomes 
among patients and can reduce burden and emotional strain among caregivers [9]. 
This type of solution consists of digital and related technologies, including hard-
ware, software, networks, and media that facilitate collecting, capturing, storing, 
processing, transmitting, exchanging, and presenting information and/or communi-
cation [2]. Some examples for caregivers include interactive services, psychoeduca-
tional and stress management programs, informal caregivers’ platforms, e-learning 
courses, telemedicine, and telehealth that all have the potential to support informal 
caregivers in the management of care. The importance of Information and 
Communication Technology is also recognized by the WHO [10] stating that:

From technologies that allow people to manage their health more effectively, to better ways 
of diagnosing disease, to monitoring the impact of policies on population health, digital 
technologies for health, or digital health, are having a profound effect on how health ser-
vices are delivered and how health systems are run.

The e-Health solutions targeted on informal caregivers that are most frequently 
described are mobile applications, web-based portals, and telehealth solutions 
delivering education, support, and stress management training, multimedia solu-
tions for art viewing or music experiencing targeted at the caregiver–care receiver 
dyad to facilitate communication and enhance the relationship, or solutions target-
ing the psychological needs of caregivers [11]. The terms that are often used in the 
caring literature in recent years are electronic health (eHealth) and mobile health 
(mHealth), and according to the Global Observatory for eHealth, mHealth is defined 
as “a medical and public health practice supported by mobile devices, such as 
mobile phones, patient monitoring devices, personal digital assistants, and other 
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wireless devices.” Mobile devices can be of great advantage for informal caregivers 
as they are widely available and normally easier to use than PCs, they are user-
friendly, and they also allow handy access to internet-based applications [10]. WHO 
defines eHealth as the cost-effective and secure use of information and communica-
tion technologies in support of health and health-related fields, including health care 
services, health surveillance, health literature, and health education, knowledge, 
and research [11].

2.1	� Information and Communication Technology and Informal 
Caregivers in the Dementia Context

Language and communication problems are present early in almost all types of 
dementia; they involve speaking, expressing, and conversation, and it is a source of 
tension for the families and caregivers. The impaired communication skills and 
memory function may result in tension in the caregiving dyad and the quality of 
relationship increasing caregiver stress that influence the caregiver well-being, 
health, quality of life, and their ability to manage care. Communication is consid-
ered one of the most challenging caring issues, and the factors that can contribute 
and explain this problem are described in the conceptual model of Morris et al. [12]. 
These include difficulties in understanding the changing internal world that affects 
the memory capacity and the personality of the patient as well as the diminished 
linguistic resources that do not allow patients to express their needs clearly, leading 
to informal caregiver frustration [12]. The increased dependence of the patient and 
the associated role changes, the lack of appreciation to the caregiver’s offer, grief 
due to the “loss” of the person used to be, tension related to the history of long 
attachment relationships, and practical pressures, fatigue, and isolation may explain 
the challenges for communication and interaction between the caregiver and the 
care receiver [12]. Research offers promising findings for the potential of technol-
ogy to promote communication and relationships in a way that relieves caregiver 
strain, creates meaningful interactions, and minimizes social isolation [13]. Some 
systematic reviews are providing interesting results of studies related to ICT-based 
solutions that have the potential to support informal caregivers in home care set-
tings. Bratches et al. [8], focusing on the impact of technological solutions on the 
caregiver and patient outcomes, found statistically significant improvements in key 
outcomes for caregivers receiving visit information, including caregiver happiness, 
caregiver activation, caregiver preparedness, and caregiver confidence in managing 
patient health. In their systematic review of ICT interventions for informal caregiv-
ers of patients with dementia, Lucero et al. [14] categorized the technology used in 
telephone, video, and computer interventions and found that a range of these inter-
ventions are successful in supporting caregivers and may prevent outcomes such as 
burden, depression, and anxiety. Other authors describe the emergence of new tech-
nologies that can empower and support caregivers, such as the robotics, connected 
sensors, virtual reality, voice, and interaction of multiple technologies [15]. Yet, 
several reservations have been expressed by some authors related to challenges such 
as the design and usability of technology, funding, and sustainability; ethical 
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challenges associated with equity, inclusion, access, autonomy, and privacy of data; 
and political and regulatory factors [16, 17].

However, although seeking, assessing, evaluating, and understanding health care 
information is crucial both for caregivers to manage and provide better care and for 
patients to receive safe and quality care, research findings are not consistent [18–
20]. The fact that some studies have found poor informal caregivers e-health literacy 
and others satisfactory literacy can partly be explained by differences in method-
ological approaches and the selection of samples, based on the difficulties in decid-
ing who can be better described as a caregiver.

3	� Informal Caregivers and Internet Use

Some systematic reviews provided much information on the type of internet use that 
informal caregivers of different chronic diseases make without any further recom-
mendation regarding the level of eHealth literacy [21–23]. People usually search for 
information on their suggested treatment, questions that doctors have not replied to 
and information on healthy habits, and most users consider the information on the 
internet to be of good quality. Technology tools used by informal caregivers were 
mainly videoconferencing tools, followed by phone-based technology, and less 
web-based info or remote monitoring and telemetry. The technology-based inter-
ventions for informal caregivers were categorized as follows: (1) education using 
mainly telephone-based, web-based, and video interventions; (2) consultation using 
videoconferencing; (3) psychosocial/CBT intervention using the telephone and vid-
eoconferencing tools; (4) social support, using videoconferencing tools; (5) data 
collection/monitoring including response center, sensors, and fall detectors; and (6) 
clinical care delivery using videoconferences [23]. The interventions reported were 
befriending and peer support intervention, family support and social network inter-
ventions, and support group and remote interventions [27].

Results of the above systematic reviews provided positive outcomes of the use of 
the web-based interventions for informal caregivers as the improvement in psycho-
logical health, well-being (measured with depression measures), sense of compe-
tence, decision-making confidence, self-efficacy satisfaction, knowledge, quality of 
life (QoL), social support, problem-solving skills communication with providers, 
cost-saving, and physical health. On the other hand, results showed that internet 
interventions did not affect depression, anxiety, burden, QoL, or social isolation [21, 
23, 24]. The outcomes had qualitative results on sharing, companionship, and 
improved relationships, but there were not any quantitative results supporting this 
[21]. In the case of randomized trials, mental health has improved [22]. 
Videoconferencing and online psychological support were promising, providing 
evidence of enhanced satisfaction, on self-efficacy, and reduced burden, distress and 
depression [21, 22]. There is a growing research field discussing the type, impact, 
quality, and implementation of web-based interventions of informal caregivers of 
PwD to understand the factors that may influence informal caregiver characteristics 
and needs that would facilitate the internet-based intervention use. On the other 
hand, there were very few reviews on the type of internet (health-related and 

E. Papastavrou and A. Efthymiou



115

dementia-specific) use made by informal caregivers, such as the one reported by 
Ottaviani et al. (2021) stating that informal caregivers of people living with demen-
tia indicate that internet-based interventions are mostly effective, efficient, and sat-
isfactory. Caregivers also considered these to be informative, relevant, and 
functional, highlighting the utility and intention of using the resource in the future.

The following scoping review aimed to identify the available literature of the 
health-related internet use made by informal caregivers of PwD and older people 
with disabilities or chronic diseases focusing on the type of use those informal care-
givers make and the characteristics that may influence this use.

4	� Scoping Review on the Dementia Informal Caregivers 
Internet Use

4.1	 Review Methodology

The methodology followed the Preferred Reporting Items for Systematic Reviews and 
Metanalysis for scoping reviews [25] as well as the five stages of Arksey and O’Malley, 
[26] on scoping reviews. As part of the research questions, we searched for the charac-
teristics of the informal caregivers that may predict the internet use and dementia-spe-
cific internet use, the way that informal caregivers use the internet, available theoretical 
frameworks for dementia-specific internet use, and the needs of informal caregivers 
with dementia when using the internet. In the second stage, we identified all relevant 
studies by searching all available resources: electronic databases, conference proceed-
ings, and gray literature. We have included studies with informal caregivers in general 
and of older people and PwD, as in this way, we broaden our search, and it was possible 
to find related information on our topic that was important for us to understand the phe-
nomenon. Based on this, we also included interventional studies, even if not related 
directly with internet use, as this type of research is an indicator of online service use, 
and we were also interested in mapping the existing research on online use and services. 
Additionally, usually in the interventional studies, there is always the usability issue and 
how ready and friendly the informal caregivers consider this type of technology, which 
was a question of interest in our research. Studies were excluded if the language was not 
English and if there was no full paper available. Systematic reviews of the relevant topic 
were also identified but not included. No type of study design was excluded as the area 
is new, and we were interested in identifying all possible aspects. The search resulted in 
1223 papers, and after reading the titles, we included 208 papers. Through abstracts 
reading, we included 101 papers, and after full-text reading, we concluded 13 papers. 
Another six articles were included by the snowball effect. The final number of included 
papers for review raised to 19 full texts. The reviewers also included a quality appraisal 
section in the same sector for the selected papers used for qualitative studies (interviews 
and focus groups), the Consolidated Criteria for Reporting Qualitative research 
(COREQ), for the observational study Strengthening the Reporting of Observational 
Studies in Epidemiology Statement (STROBE), and for the online surveys, the Checklist 
for Reporting Results of Internet E-Surveys (Cherries). All the information regarding 
the scoping review is shown in Table 1.
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4.2	� Characteristics of the Studies Reviewed

Much of the internet use research among informal caregivers was based in the 
United States, with 11 out of 19 papers developed in the United States. Other coun-
tries of research were the United Kingdom (n = 4), China (n = 2), Australia (n = 1), 
and South Korea (n = 1). The total number of the study sample was 10,091, with five 
papers using a sample under 50 informal caregivers [1, 19, 34–36]. Furthermore, 
three research papers analyzed 3393 posts on social media and forums to under-
stand how informal caregivers of PwD post online [20, 21, 37]. Most of the papers 
focused on informal caregivers of PwD (n = 13). In other cases, the research focused 
on informal caregivers of older people (n = 3), informal caregivers of adults (n = 1), 
informal caregivers without defining (n = 1), and informal caregivers of adults of 
mental and physical diseases (n = 1).

	1.	 Quality of the studies
In the analysis, nine qualitative studies and ten quantitative studies (including 

two reports and one dissertation) were included. In the case of the qualitative 
studies, three of them analyzed and discussed the findings from the text that was 
already uploaded on the internet by the informal caregivers of older people 
through related websites or open online support groups as ALZConnected.org 
and other blogs. In most of the qualitative studies, the authors did not provide 
information on the personal characteristics of the interviewers or moderators or 
the relationship that was established during and before the study. Information 
regarding methodology orientation, sampling, and data collection as well as the 
consistency of data and findings and presentation of major and minor themes 
were always included. On the other hand, authors usually did not provide infor-
mation on data saturation, setting of data collection, involvement of the partici-
pants in the transcription and findings, and nonparticipation rates. The three 
papers that used online posted material and messages were the most difficult to 
be assessed as in COREQ most items were not related as in the case of the rela-
tionship with participants, nonparticipation, method of approach, presence of 
nonparticipants, setting, interview guide, duration, and transcription. In this 
case, we used items 1–5 regarding the characteristics of the coders, theoretical 
framework, participant (posts) selection, description of the sample, data collec-
tion, analysis, and findings items. Only in one case did the authors discuss this 
regarding the terminology of posts and if posts considered being handled as 
“participants” [27]. In six of the seven studies, the assessment of the observa-
tional studies was high with minimum score 16/22 and maximum 19/22. Only in 
one study did we find a low score of STROBE 5/22 including only items 3, 5, 13, 
14, and 18. In this study, the topic discussed the use of the internet and NHS 
telephone line from people with cognitive disorders and was the first study that 
we included chronologically in the area, followed by Blackburn [28].
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	2.	 Theoretical underpinning of the studies reviewed
Most of the studies were not based on a certain theory, and only in nine out of 

the 19 papers, a theoretical framework supported the findings, although all stud-
ies used a different theoretical approach. In total, nine theories were presented:

The “Andersen’s Behavioral Model of Health Service use: Model explaining 
service use including three main dimensions, predisposing, enabling and 
needs factors.”
The Venkatesh’s unified theory of acceptance and use of technology: inten-
tion to use information technology with four core dimensions—performance 
and effort expectancy, social influence, and facilitators.
The “Chatman’s and Wilson’s information behavior theories: dynamic rela-
tion among the user, information system and information resources.”
The “Stress Process model” developed by Pearlin.
The “System Engineering Initiative for Patient Safety: sociotechnical sys-
tem model.”
“Lazarus coping strategies: primary and secondary appraisal, coping pro-
cesses and coping styles: problem-focused and emotion-focused.”
“Law of Attrition” by Eysenbach—stages of use: consideration, initiation of 
use, attrition or continuation of use, and outcomes.”
“Chronic disease self-management program framework: improvements in 
health status and outcomes are a result of an individual’s knowledge, ability 
and confidence in practicing self-management.”
“Linguistic inquiry and word count system (to analyze the emotional level of 
posts online).”

5	� Results of the Scoping Review

5.1	� The Profile of the Caregivers Who Use the Internet 
for Caregiving

Caregivers’ characteristics that affect the use of the internet for health-related or 
caregiving topics Internet access and use by informal caregivers seemed to be influ-
enced by socioeconomic factors. The age of the informal caregivers and the age of 
the person cared for, gender, employment status, living conditions, and hours of 
care are factors associated with internet access and frequency of use. Being over 
55 years old and with more hours of care was related to limited internet access and 
less frequent use. Being not in paid employment was also connected with not having 
use the internet. Being a female was the strongest predictor for using the internet 
less than once a week [28]. The health-related internet use was also related with 
sociodemographic characteristics of informal caregivers, such as age, education, 
income, hours of caregiving and relationship with the cared-for person, age of care 
recipient and instrumental of daily living (IADL) level of dependency, chronic con-
dition, and having a recent crisis in health. More specifically, younger informal 
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caregivers (children and grandchildren) more educated, with higher income, more 
financial hardships, and fewer hours of caregiving were most likely to be health-
related internet users [29, 30]. Dementia-specific internet use was also associated 
with being informal caregivers or not [30]. Internet use was associated with better 
mental health after adjusting for confounders such as the age of the informal care-
giver, being a primary informal caregiver and caring for a disabled person signifi-
cant [31]. The frequency of internet searches for caregiving information was related 
to the informal caregivers’ service needs, being or not a primary informal caregiver, 
informal caregivers’ strain, and health status. The higher the service needs for infor-
mal caregivers, being a secondary informal caregiver, reporting better health status 
and higher caregiving strain, the more likely it was for informal caregivers to search 
the internet [32]. The percentages of internet use and access differed according to 
the study. Blackburn, Read, and Hughes [28] found that 61% were frequent users 
and almost half had internet access, and Kim [29] found that 59% of the informal 
caregivers used the internet for health-related reasons and caregiving information.

5.2	� How Do Informal Caregivers Use the Internet?

Informal caregivers of older people visiting a caregiving website mostly looked for 
health information, practical issues, and legal and financial issues [33]. These pref-
erences were directed from the type of caregiving. Informal caregivers also searched 
online to communicate and receive support by other informal caregivers, health 
professionals, and eHealth solutions. Kernisan et  al.’s [33] group replies in four 
categories: (a) caring for a parent, (b) caring for themselves only, (c) other caregiv-
ing situations, and (d) unknown caregiving situations. In the case of the informal 
caregivers of older people, practical issues were the most frequently searched. 
According to Lam and Lam [31], the most common use of the internet among infor-
mal caregivers in Australia included chat sites and emails. This related to the infor-
mal caregivers needs to communicate. Furthermore, informal caregivers used the 
internet for information and for accessing government services, to pay bills. 
Informal caregivers who used the internet 12 months before the study had better 
mental health in comparison with the informal caregivers who had not used the 
internet during that period. In another study by Li [32], using secondary data of 812 
informal caregivers from the US caregiver survey, informal caregivers searched for 
disease-specific information (77.2%) and services for the patients (52.7%), and only 
11% searched for information for themselves. In the report by Pew Research Center 
“Family Caregivers Online” [30], 860 informal caregivers participated in the survey 
about internet use among informal caregivers in the United States. From most of the 
sample, 79% used the internet at home, 88% searched for health information online, 
and 55% had a laptop or another mobile device. Informal caregivers were more 
likely to search for health information for someone else, use social media for com-
munication, and read clinicians, medical facilities, and drug reviews. They also con-
sidered the internet as useful when searching for health- related issues. In other 
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research on information-seeking among the family of PwD, 171 out of 214 informal 
caregivers replied that they were searching for information mainly through demen-
tia association websites (82%) and that 38% rated the information that they found 
on the internet about dementia as low quality [34]. The internet together with news-
papers and television was considered as passive information sources, and the inter-
net was considered the most accessible source (86%) and was the first source of the 
search for information followed by health professionals. Informal caregivers also 
considered access to online sources as important for the knowledge and skills of 
health self-management [2]. Informal caregivers considered technology use as 
important for networking and personalized care, being most useful for information 
management [35]. In the same study, spouses made less frequent use than children 
who cared for a parent with dementia, and only three informal caregivers used 
applications for caregiving.

5.3	� What Do Informal Caregivers Post Online?

In the case of the research by Anderson et al. [27], 2345 posts were analyzed by nine 
websites and were categorized in four categories: (a) social support–communication 
and inclusion, (b) the search for information, (c) sharing of memories with the per-
son with dementia, and (d) information to other informal caregivers and advocacy. 
In another study by Yoo et al. [36], 798 messages were analyzed by informal care-
givers from South Korea, and they found that informal caregivers expressed mostly 
negative feelings in comparison with informal caregivers in the United States, and 
they looked for emotional support to online communities. More recently, 500 posts 
of the Alzheimer Association forum were categorized in ten categories: feelings, 
symptoms, doctors and services, physical safety, hygiene, general info, medicine, 
conflicts, solutions, and ethics. Another 250 posts randomly selected included their 
solutions and were included in the below categories. The problems were mostly 
negative, and solutions provided by other informal caregivers or moderators were 
neutral. The solutions were also categorized into six categories: information, com-
munication with experts, assisted care facilities, memory problems, safety and care 
at home [37], and information search and coping, a model developed to associate 
information seeking and information forwarding among informal caregivers of 
PwD and coping strategies online. Information seeking was associated more with 
problem-solving techniques and information forwarding with emotion-based tech-
niques [38]. Needs and benefit among informal caregivers of PwD informal caregiv-
ers considered as important elements for using the technology to have on-time 
access to related tailored information and be able to receive information online for 
direct behavioral management [39]. According to the American National Alliance 
for Caregiving [40], benefits for accessing online health-related information were: 
(a) time-saving, (b) support with caregiving, (c) safety of the person receiving care, 
and (d) a sense that the caregiver is effective.
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6	� Conclusions of the Internet Use Among Informal 
Caregivers Systematic Scoping Review

The scoping review searched all available published research of health-related or 
dementia-related internet use among informal caregivers of PwD, elderly, and adults 
with mental or physical chronic conditions. In the papers included, the importance 
of internet use was identified, and predictors of the use are reported such as age, 
relationship with the patient, education, socioeconomic position, and other charac-
teristics. Informal caregivers searched online for dementia information and services, 
and they tried to communicate with other informal caregivers or health profession-
als. eHealth literacy was not reported in any of the above published papers of the 
search period (2000–2018) neither as a theory or as survey concept, even if in many 
cases, the related questions may have been part of the concept of eHealth literacy.
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Family Caregivers in Palliative Care 
in the Hospital Setting

Elina Haavisto, Johanna Saarinen, and Anu Soikkeli-Jalonen

1	� Introduction

Patients’ palliative care situation affects their whole family, and with every patient 
comes a number of family caregivers requiring palliative care services both before 
and after the patient’s death [1]. While family typically involves people with close 
affinity to the patient, the concept of family has varying definitions, both narrow and 
broad, in the literature. In the broadest sense, a family can be defined as a group of 
people who have continuous, personal relationships with the patient and are involved 
in the patient’s life and care [2]. Apart from family [3], the following terms are also 
used: family caregiver [4], family member [5], relative [6], and next of kin [7]. 
Therefore, the terms family and family caregiver are used interchangeably in this 
chapter. Furthermore, the hospital context mentioned in this chapter refers to the 
ward environment and not the outpatient clinics.

Over 56.8 million people need palliative care each year, especially for long-term 
illnesses such as cardiovascular disease, cancer, chronic respiratory diseases, diabe-
tes, and neurological conditions, and the need for palliative care increases as the 
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population ages [8]. Care systems and locations for palliative care vary by country, 
and there are differences in the palliative care systems across Europe [9]. Palliative 
care environments also vary, ranging from the patient’s home to different clinical 
settings. Patients receive care in an inpatient setting for several reasons; for instance, 
they may not be able to manage the illness at home or may require treatments for the 
occurring symptoms [10]. When the patient care needs are complex, intense, and 
frequent, treatment is carried out in specialised palliative care units [11]. It has been 
shown that the majority of people in the developed world die in hospitals [12], 
although some patients also wish for the possibility of dying at home [13]. In meta-
analysis concerning cancer patients’ preferred place of death, about half of the 
patients hoped that they could die at home, while half of the patients preferred dif-
ferent health care settings [14]. In addition, while not just patients but also their 
families consider home to be the ideal place of death, their initial perspectives are 
not based on the actual emotional and practical requirements and strains associated 
with death. For this reason, when families face the actual demands of caring for a 
dying person, they often prefer hospital or other care facilities compared to home 
[15]. Furthermore, even patients’ opinions change over time as the patient’s disease 
progresses and the condition changes[16].

Palliative care treatment is demanding and requires special resources over time, 
which also induces economic challenges [17]. Although it is known that healthcare 
costs increase as people age, minimal research has been conducted on palliative care 
costs [18], and knowledge about the actual costs of palliative care is limited. 
Notably, palliative care encompasses aspects other than end-of-life care. The indi-
rect costs, including informal caregiving, can account for half of the palliative care 
costs, thus emphasising the importance of the family’s role and support in the care 
process [17]. In large data published in a systematic review, it has been observed 
that the service use and costs of care increase exponentially as death approaches, 
and the hospitalisation is the main cost driver [19]; furthermore, end-of-life care 
accounts for 25% of healthcare expenditure in the USA, 20% of hospital bed-days 
in the UK [20], and about 25% of healthcare expenditure in Finland [21].

The implementation of palliative care is regulated by national laws, norms, and 
guidelines [22] and ethical codes [23, 24] that regulate family status as part of 
patient care. The starting point for palliative care is to alleviate and support the suf-
fering of patients and their families holistically. Family caregivers expect healthcare 
professionals to communicate information actively, understand their situation, and 
respond to their needs [25] because the palliative care situation causes emotional 
distress and the need for support in coping with the situation [26, 27]. Even though 
the family should be considered a unit of care, it is often seen as a distinct aspect of 
the patient’s life [28], and its needs are not easily met [29]. Furthermore, there is a 
lack of feasible practices for guiding family involvement in palliative patient care.

The scarcity of research on family being part of patient care in the hospital con-
text [27, 30, 31] and the factors with the greatest significance in relation to the 
patient, family, and quality of care are not evident [32]. Furthermore, what it means 
for the family to be part of care is that it has received little attention from researchers 
and theorists in the area of cancer nursing and palliative care [33]. Research 
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concerning palliative care tends to focus on the healthcare perspective instead of the 
patient and family [34]. To the best of our knowledge, no comparative study in the 
hospital setting has been conducted between several countries. Furthermore, no 
known intervention studies have focused on family participation in palliative care in 
hospitals [31]. Overall, there is a lack of interventions aimed at the families of inpa-
tient palliative care patients [30]. However, such interventions would be beneficial 
[35], making it necessary to gain more information about family involvement in 
palliative care and to define the problems and challenges therein [36].

2	� Family-Centred Care in the Palliative Care Context

Family-centred care considers patients’ families as integral for care provision and 
aims to promote their well-being and enable active participation [37]. It is also a 
core area of palliative care provision, as family caregivers form an integral part of 
the patient’s life in the hospital setting [38]. Therefore, while the healthcare system 
is strongly organised around the patient, family-centred care is also a central and 
valued part of palliative care [33].

A recent concept analysis defined family-centred care as a philosophy of care 
provision that, despite originating in paediatrics, is relevant in diverse care contexts 
and age groups [39]. The Institute of Patient and Family Centred Care has defined 
the core concepts of patient- and family-centred care as a practice where healthcare 
professionals treat patients and families with dignity and respect, listening to and 
honouring their perspectives and choices. Additionally, their understanding, values, 
beliefs, and cultural background are considered in care planning and delivery. 
Healthcare professionals need to communicate clearly and honestly and share unbi-
ased, complete, and accurate information with families. Furthermore, families’ par-
ticipation in decision-making and care processes must be encouraged and supported. 
Collaboration with families should also be promoted at all levels of care delivery, 
healthcare policy, and research [37]. However, while family caregivers are implic-
itly understood to be members of care units, articulated policies for the same are not 
always present [33].

A scoping review of the models and key components of family-centred care 
identified the common aspects of patient- and family-centred care in different ill-
ness populations and care contexts, thus confirming the core areas established in 
different care settings. The key components included (a) collaboration among 
healthcare professionals, patients, and families in care planning and care delivery, 
with better communication and information exchange to enable patient advocacy 
and participation in decision-making; (b) emotional support for families and educat-
ing family caregivers about the illness and care provision by different means, con-
sidering their needs and preferences; (c) consideration of the family context with the 
awareness that families are an essential part of patient care, providing emotional, 
physical, and practical support in line with the strengths and cultural values of the 
family; and (d) the need for policies and procedures, including those for resources 
and the opportunity to implement family-centred care and support [40]. McLeod 
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et al. (2010) [33] identified two defining factors of high-quality family care practice: 
(a) getting to know the family and being known by the family; (b) addressing the 
family’s concerns and anxiety. It is important to view each family as a unique unit 
with its own history and needs, requiring the skill of understanding non-verbal and 
para-verbal cues. Knowing patients’ families involves understanding their relational 
and interactional responses to the patient’s illness; this allows healthcare profes-
sionals to respond appropriately to the family’s concerns and distress.

In this chapter, family involvement in palliative inpatient care in the hospital set-
ting, or family-centred care, is understood in three parts (Fig. 1): (1) factors associ-
ated with family involvement in palliative inpatient care (see Sect. 3), (2) family 
involvement in palliative patient care based on two elements—family participation 
in patient care (see Sect. 4) and psychosocial support for family (see Sect. 5), and 
(3) consequences of family involvement (see Sect. 6).

Factors associated with family involvement in palliative inpatient
care

Family involvement in palliative inpatient care

Consequences of famiy involvement

Patient- and family-related factors

Family participation

Providing emotional support for the patient

Participation in physical care of the patient

Participation in decision-making

Family’s satisfaction with patient care

Desire and readiness to care for the patient at home

Lower healthcare costs

Family coping

Patient well-being

Better quality of life for families

Support of family members based on their
needs:

Psychological, emotional, spiritual, cultural,
social, informational, practical

Psychosocial support

Patient’s background

Family members’ background

Patient's permission and family’s willingness

Hospital care environment
Healthcare professionals’ knowledge and

attitudes
Guidance for participation

lnterprofessional collaboration

Care unit-related factors

Fig. 1  Family involvement in palliative inpatient care—associated factors and consequences of 
involvement
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3	� Factors Associated with Family Involvement 
in Palliative Inpatient Care

Previous studies [41–44] have associated family involvement in palliative patient 
care with (a) patient- and family-related factors, such as patient and family caregiv-
ers’ background and willingness to involve each other in the care process; and (b) 
care unit-related factors, such as the hospital care environment and climate, knowl-
edge and attitudes of healthcare professionals, guidance that the family receives 
from healthcare professionals, and interprofessional collaboration (Fig. 1). Family 
involvement depends on the patient’s consent and the family’s desire to participate. 
Many patients want their families to be involved in the caregiving process. However, 
some patients do not want constant family involvement [45].

Patient background factors, such as status and diagnosis, are related to the fami-
ly’s desire to be involved in the care when the patient has different hospital admis-
sion times and care needs as well as the stage of the disease [44]. Patient condition 
is associated with family participation in concrete care with advanced cancer 
patients, and poor health conditions increase family involvement in the care [42]. 
The background and personal characteristics of family caregivers are associated 
with their past caregiver role, closeness to the patient, physical condition, age, gen-
der, and education [41]. It has been shown that women give more importance to 
participation in care than men do, and they also participate more. Furthermore, 
younger family caregivers and those with higher primary education participate more 
than those with lower educational levels [42]. Family involvement may also be 
influenced by social and moral norms and the expectations of the family and com-
munity [46].

A positive and safe person-centred care environment [47] can significantly influ-
ence family involvement in palliative hospital care [43]. A physical environment 
that enables a family to be present [41] has been found to be important for participa-
tion. Furthermore, an environment that facilitates family attendance and participa-
tion and is considered welcoming has been identified to support families [3, 44, 
48–50]. It is important that healthcare professionals do their best to acknowledge 
and strengthen the position of family caregivers in palliative care in the hospital set-
ting [3]. However, family caregivers have also been found to experience uncertainty 
about their own position in the care setting, requiring them to negotiate and justify 
their position [51]. Families may find it difficult to get involved in patient care 
within the hospital context due to the new and unfamiliar environment [52].

Healthcare professionals’ knowledge and attitudes are also essential factors for 
family involvement [43]. Palliative care requires comprehensive competence from 
healthcare professionals, which, in addition to good patient care, includes providing 
support and preparing the family for the end-of-life care of the patient, guiding the 
family caregivers, and supporting the family after the patient’s death [53]. However, 
a lack of competence is one of the main obstacles to implementing high-quality pal-
liative care [54]. Patient care staff should also support families in their role as inter-
mediaries between patients and healthcare professionals [3]. Even if family 
involvement in palliative care is seen as important by healthcare professionals, the 
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inclination to actively invite the involvement of families is rare [55]. Studies have 
also shown that nurses’ attitudes towards the care of terminal patients are not always 
holistic [56].

The quality of the guidance and detailed, explicit information received from 
healthcare professionals about the patient’s illness, condition, palliative care, prog-
nosis, and different treatment opportunities are factors that enable family participa-
tion in the care and decision-making processes [41] as well as ensure that family 
caregivers understand the relevant information [43]. Family caregivers’ ability to 
act as representatives of the patient increases when they are sufficiently informed 
and involved in decisions about treatment and care [6].

Interprofessional collaboration encourages active participation in care delivery 
and care planning; it involves sharing information with the family involved and 
knowledge and skills with different healthcare professionals [57]. For families, col-
laboration comprises mutual communication, team spirit, and teamwork. Involving 
family caregivers in interprofessional teamwork can convey the healthcare profes-
sionals’ interest and enthusiasm. However, the deterioration of a patient’s health 
changes the nature of an interprofessional team and the family caregiver’s role. It 
has been shown that although families may not always recognise the need for team-
work and may have no opportunity to participate, they remain confident in health-
care professionals’ interprofessional work [5]. Interprofessional collaboration has 
been identified as an essential aspect of building palliative care knowledge and 
skills [58], and it may improve health outcomes and care [59].

4	� Family Participation in Palliative Inpatient Care

Family participation has been identified as a meaningful part of palliative patient 
care in the hospital setting [3, 31]. In this context, the focus is usually on the health-
care professionals who provide care for the patient; however, family caregivers are 
also important because they contribute to patient care and provide support [27, 31]. 
The benefits of familial support in patient care have also been acknowledged by 
healthcare professionals [60], since family presence can support the patient in dif-
ferent aspects of care and therefore it is also beneficial for healthcare profession-
als [61].

Every family caregiver has his or her own way of contributing to the patient’s 
palliative care in a hospital setting [31]. The literature in this regard shows that fam-
ily caregivers participate in different aspects of patient care in hospital settings: they 
provide emotional support for the patient, assist in the patient’s physical care, and 
participate in making decisions related to patient care [27, 31] (Fig. 1); this includes 
being a part of care planning and advanced care planning (ACP) [62]. A literature 
review on family participation in hospital-based palliative care [31] conveys that 
studies on this topic have included patients, family caregivers, and healthcare pro-
fessionals as study participants. Family participation has been studied in specialised 
palliative care settings as well as in medical, surgical, oncological, and acute 
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settings using qualitative, quantitative, and mixed methods. Studies on family care-
givers’ participation in inpatient palliative care have been conducted since the 
1980s, and the number of studies has increased over the last decade.

4.1	� Providing Emotional Support for the Patient

A patient’s family is an important resource of emotional as well as nursing support. 
Thus, family caregivers should be provided the opportunity to stay with the patient 
in the hospital, and their participation in patient care should be encouraged [63]. It 
is also important for the family to visit the patient in the hospital regularly [64]. 
Family caregivers can form a rotation-based visitation schedule; they also have the 
option of visiting for a short time, spending several hours a day with the patient, or 
even staying at night [65].

When in the hospital, patients can experience feelings of loneliness, especially 
when they don’t have family caregivers visiting them or don’t receive enough emo-
tional support [64]. Family caregivers ensure that the patient does not feel alone [65, 
66]. Their presence provides comfort [60, 66] and safety for the patient [61, 66] in 
unfamiliar environments. Spending time together also provides the opportunity to 
patients to share their emotional burden [64] and to family caregivers to show their 
support and love for the patient [6].

In addition, family caregivers can support the spiritual needs of the patient 
according to their culture and religion. In Abudari et al.’s study [67], nurses described 
how the families of Muslim patients supported the spiritual needs of the patients by 
praying with them. Apart from this, family caregivers also tend to be present at the 
moment of the patient’s death [60, 63]; this requires healthcare professionals to 
communicate with the family and inform them about the patient’s condition in a 
timely manner [68].

4.2	� Participation in the Patient’s Physical Care

In addition to emotional support, family caregivers can assist in the physical care of 
patients [61, 65, 66]. The patient’s condition as well as family caregivers’ abilities 
[61] and preference to participate [65] affect this aspect of care. A family caregiver’s 
role in the hospital is similar to the assistance that he or she would provide for the 
patient at home. Common care tasks include assisting the patient with eating and 
drinking, personal hygiene, mobility, and position changes [65, 66]. Family caregiv-
ers help the patient get dressed, move around, go to the bathroom, and wash them-
selves as well as help ease the patient’s pain, nausea, or vomiting. Furthermore, they 
increase stimulation and bring drinks and food to the patient [43].

Family caregivers can also participate in post-mortem care when the patient dies. 
This participation should be accommodated according to the wishes of the family 
caregivers, and they can participate to the extent that they feel comfortable. They 
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may simply be present in the room during the final care, or they may participate in 
combing, grooming, anointing, washing, and dressing the body [68]. Family care-
givers can be described as members of the patient care team in the hospital setting 
since they also assist the nursing staff with, for example, positioning the patient 
[61]; in turn, the nursing staff teaches them how to provide care [66].

4.3	� Participation in the Decision-Making Process

Decisions concerning patient care can be made by healthcare professionals alone 
[69] or together with the patient and the patient’s family [69, 70]. It has been noted 
that family caregivers’ participation in making decisions about patient care and 
treatment is an important element of end-of-life care, even though these decisions 
can be difficult to make [44]. To participate, family caregivers need to be provided 
with information on different care and treatment options, and they need to under-
stand the patient’s condition and situation [44]. Healthcare professionals can also 
gather important information about a patient’s condition from family caregivers, 
since they know the patient well and spend a lot of time with the patient. Family 
caregivers can provide details about the patient’s food intake or complaints, for 
example, and might even identify changes in the patient’s condition [61]. Family 
caregivers are not always offered the opportunity to participate in decision-making, 
but when they are, it is suitable to do so once the caregiver has been with the patient 
for a few entire days [6].

Family participation in the decision-making process involves the caregivers sup-
porting and helping the patients express their wishes [70] or representing the patients 
when the patients are unable to express their own wishes [6, 70]. Family caregivers 
are satisfied with their role as the patient’s representative in the decision-making 
process when they are fully aware of the various treatment options, feel like they 
have made the decisions together with the doctor [6], and that the decisions respect 
the patient’s wishes [70].

When discussing treatment goals, it is important that family caregivers have a 
consistent understanding of the patient’s situation and do not set unrealistic expecta-
tions. However, studies have revealed differences in goals between the patient and 
family, the patient and physician, and the family and physician [45]. The involve-
ment of family caregivers is important because they can clarify the patient’s descrip-
tion of the situation and act as an advocate for the patient, thus asking questions on 
behalf of the patient and participating in decision-making processes if the patient is 
unable to do so. Involving the family can also help the patients take an active role in 
their own care. For instance, a caregiver involved in the decision-making may want 
treatment to continue although the patient disagrees [45].

Advance care planning (ACP) in palliative care is a family-centred method that 
aims to ensure patients’ right to self-determination [71]. The ACP procedure sup-
ports the consideration of patients’ wishes and desires at the end of their lives [72]. 
ACP is employed to make decisions about patients’ future care, especially to plan 
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for situations wherein the patients are no longer able to express their wishes or 
capable of making decisions [73]. ACP is implemented in cooperation with the 
patient, healthcare professionals, and family caregivers [74]. Family participation in 
ACP has been observed to have several benefits, such as improvements in patient 
care and enhanced patient satisfaction. Furthermore, the direct benefits of a success-
ful ACP on family caregivers include decreased anxiety, stress, and depressive 
symptoms, which supports their coping and survival [75, 76]. Additionally, patients 
also consider it important for families to be included in care planning [60].

However, the implementation of ACP in palliative care still has some limitations, 
such as often taking place too late in terms of the patient’s condition [62]. This indi-
cates why families do not fully understand the ACP policy or its meaning and reali-
sation [77].

5	� Psychosocial Support for Families in Palliative 
Hospital Care

5.1	� Psychosocial Support

Family support is an essential aspect of palliative care, considering the family’s 
important role in the care process; family needs should be noticed and taken care of, 
along with the patients’ [38]. In hospital care, this broadly involves their physical, 
emotional, social, spiritual, and informational needs [78]. Therefore, psychosocial 
support is often implemented to comprehensively address families’ needs. While 
the psychosocial approach to family support has various definitions, it typically 
considers the psychological and social aspects of life and may involve practical 
interventions such as providing financial support or aid in housing and daily living 
(Fig. 1) [79]. The US National Cancer Institute at the National Institutes of Health 
defines psychosocial support as “support given to help meet patients’ mental, emo-
tional, social, and spiritual needs and families. Diseases such as cancer can affect 
a patient’s thoughts, feelings, moods, beliefs, ways of coping, and relationships with 
family, friends, and co-workers. There are different kinds of psychosocial support 
that can help cancer patients. These include counselling, education, group support, 
and spiritual support” [80].

It has been recommended that psychosocial support should be available to all 
families of a patient with advanced disease, since care requirements for severe ill-
nesses are complex and result in special support needs for both the patient and 
family members [81]. Family caregivers with a patient in hospital care require sup-
port in their role due to the unfamiliar environment. Furthermore, in the hospital 
context, healthcare professionals need to inform family caregivers of the patient’s 
treatment, condition, and prognosis; otherwise, they can end up as outsiders if only 
the patient is taken care of and informed [41], as it may be difficult for family care-
givers to find their positions and places in such an unaccustomed and stressful situ-
ation [27, 52].
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5.2	� Psychosocial Support in Relation to Family Caregivers’ 
Needs in Palliative Hospital Care

Family caregivers have several unmet needs that need to be considered by health-
care professionals in palliative hospital care [82]. Not only do they need support in 
coping with and adjusting to the palliative care situation in general but also in adapt-
ing to the hospital environment. Thus, there is a high need for family support in 
palliative care situations. [83]. When a patient receives palliative care, family care-
givers are naturally concerned about losing their loved one; in addition, their role in 
a hospital setting is different from that at home, which complicates their adapting to 
the situation and increases the need for support [84–87]. The patient situation in 
palliative care is always serious and causes a severe fear of loss among families, a 
burden that is greater than that of the families in other care settings [88]. Despite 
this, families experience unsatisfactory support practices and information exchanges 
with healthcare professionals [82].

While family caregivers’ support needs have been reported to be mainly infor-
mational, emotional, and social in nature, physical, financial, service-related, and 
spiritual needs are also common [82]. Psychosocial support encompasses those fre-
quently occurring needs [79]. However, restrictions have been reported in meeting 
family caregivers’ support needs in an inpatient environment, primarily with regard 
to sharing patient care information, such as symptom management and medication, 
limited interest in family caregivers’ daily needs or emotional and psychological 
distress, or an absence of direct support [89]. Therefore, considering these con-
straints, the families of palliative care patients are often described as hidden patients, 
and they have been estimated to have even more unmet needs than the patients 
themselves [28]. This can be problematic since family caregivers may experience 
anxiety and depression when their needs are not fulfilled, leading to greater emo-
tional burden and distress [90]. Furthermore, when family caregivers experience 
continuous anxiety during the patient’s treatment, it affects all areas of their life 
over time and increases the risk of psychological [91] and physical morbidities that 
can impair the overall quality of life [92, 93].

5.3	� Implementing Support During Palliative Inpatient Care

As previously stated, palliative care situations are stressful and complicated for 
family caregivers, due to which there is no single, easy approach to implementing 
systems of support [30, 94]. Healthcare professionals are in key positions for pro-
viding support in hospital environments [95], and family caregivers not only expect 
professional and safe care for the patient but also seek support for themselves [3]. 
However, studies indicate that healthcare professionals face challenges in providing 
support to families, and their competence in supporting family caregivers is not 
always optimal [47, 91, 92]. Healthcare professionals’ education is commonly 
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concentrated on patient care issues, especially physical care, but family care has 
received less attention. Therefore, the lack of training in practical care can hinder 
healthcare professionals from acknowledging and employing family support mea-
sures [97, 98].

Nevertheless, family caregivers are often supported by various interventions, 
usually implemented by healthcare professionals, to relieve their burdens and inhibit 
their morbidity [85, 99]. However, most of the interventions are designed for home 
and community care, and only a few aim to support families during the inpatient 
palliative care process [30]. Even though existing interventions were found to be 
beneficial in family support [29, 35, 100, 101], the studies implemented in home 
and community care have limited generalisability to hospital settings [89]. There 
are also mixed results concerning the effectiveness of different interventions for 
family support [96, 101–104]. It must be noted that the process of developing sup-
portive interventions for palliative care family caregivers is not straightforward due 
to the increasing distress caused by the patient’s worsening condition [30].

The interventions utilised in hospital settings largely involve three approaches: 
meetings, education, and therapy [30]. Meeting-based interventions are commonly 
used with families in palliative care settings; however, the effectiveness of the pro-
cess remains uncertain, and more research is needed in this area [104]. Family meet-
ing interventions are implemented with multidisciplinary groups, patients, and 
families [30], and they usually provide emotional [105, 106], communicational, and 
informational [107, 108] support for the families. In addition, several interventions 
involve educational methods that aim to develop family caregivers’ preparedness 
and competence in patient care [109]. Educational interventions specifically address 
family caregivers’ informational needs and help them adapt to their role in the hos-
pital context [85]. Therapy-based interventions are also used in palliative care, 
involving, for example, behavioural and mindfulness-based approaches, and they 
need to be implemented by qualified therapists [30].

To be usable and feasible, interventions in the palliative care context should be 
easy to implement and not too strenuous for the families involved. However, it is 
important to note that the most effective interventions include multiple long, sup-
portive sessions, and although they can be made more efficient, designing and 
implementing such interventions are complicated in the practical care environment 
of hospitals [30]. Studies indicate that decreasing family caregivers’ anxiety and 
depressive symptoms is challenging, and frequent meetings are required to make 
progress [100]. The most effective, intensive, and therapy-based interventions can 
be burdensome for family caregivers and laborious to implement in the hospital set-
ting, as they require lots of resources and time [30]. Behavioural interventions [110] 
and interventions based on psychoeducation [35] and mindfulness [111], as well as 
interventions combining various elements [112], have been found to be helpful. 
However, family caregivers’ symptoms of anxiety and depression [100–102] and 
quality of life [103] tend to be difficult to improve through external support pro-
vided by the healthcare professionals.
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6	� Consequences of Family Involvement

Although family involvement is acknowledged as an important part of palliative 
care delivery, its consequences are poorly studied, and there is not much knowledge 
about the actual impact and influence of the same [31, 113]. However, there is some 
evidence that family involvement in palliative patient care can lead to many positive 
consequences (Fig. 1) and improve the overall quality of care [41, 103]. In general, 
involving both the patient and family in the care approach leads to better health 
outcomes [37, 114] and promotes care efficacy. Clinician and staff satisfaction may 
also improve, and resources may be better allocated to enable family care imple-
mentation in practice [37].

Family involvement also increases patient and family satisfaction with health-
care [37]. It is essential for family caregivers to be able to trust that the patient 
receives good-quality care [3, 47]. Families have their own expectations, and they 
assess whether and how these expectations were realised. Expectations are con-
nected to the healthcare professionals’ approach to care as much as their actions for 
themselves [115]. Furthermore, when these expectations are met and families expe-
rience good patient care, the positive experience increases their coping [115].

According to a systematic review regarding the most important elements of end-
of-life care in hospital settings, family caregivers considered that the essential 
aspects relate almost entirely to patient’s care. Families gave the most importance to 
symptom management and good physical care. Furthermore, they were found to 
expect effective communication and shared decision-making processes, respectful 
and compassionate care, adequate environmental and organisational characteristics, 
and recognition and support of the family’s role in care, which includes valuing 
their expert knowledge of the patient and advocacy of the patient’s needs, mainte-
nance of patient safety and prevention of harm, preparation for death, extending 
care to the family after patient death, enabling patient choice at the end of life, and 
managing financial affairs [3].

Family caregivers are better able to cope with the palliative care situation when 
they desire to participate in [116], are seen as a part of, and can be present for the 
patient’s care [117]. Family togetherness and time together are considered very 
important [118], and visiting the patient increases the family caregivers’ adaptation 
[115]. Their coping levels also increase when healthcare professionals provide them 
with information and support [119]. Additionally, they feel important and are up to 
date on the patient’s condition and decisions made when actively participating in 
patient’s care [116].

Family-centred strategies have been shown to reduce the use of healthcare 
resources, number of referrals and diagnostic tests, and costs related to healthcare 
[40]. Family involvement can also economically benefit the healthcare system, such 
as when the family participates in concrete caring [28]. Involvement in patient care 
in the hospital setting can also lead to the ability to achieve home care and enhance 
the well-being of the patient [28]. Healthcare professionals have pointed out that 
family caregivers who contribute to patient care during hospitalisation learn the care 
tasks that they will handle at home after the patient’s discharge [61].
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7	� Conclusion

Globally, there is a large population of patients needing inpatient palliative care. 
Since their families tend to be involved in the care experience, they become part of 
the patient’s care in hospital settings. Although palliative care implementation is 
regulated by national laws, norms, and guidelines and ethical codes, as well as the 
preferences of the patient and family caregivers, family involvement is not opti-
mally facilitated by healthcare professionals. It does not take place as per recom-
mendations, and on some occasions, it may not even be possible. Family involvement 
in palliative patient care is associated with a variety of factors, some of which 
depend on the knowledge and attitude of healthcare professionals, hospital climate, 
and family guidance provided. More attention should be paid to these.

Family involvement in palliative care is seen in the patient- and family-centred 
approach, which considers families integral to the care delivery process. Dignified 
and respectful treatment, information exchange, participation, and collaboration are 
essential elements of family involvement in patient care. Family caregivers may 
participate in the emotional support and physical care of the patient and in decision-
making processes during the hospitalisation period. However, they are also in need 
of psychosocial support during the palliative care situation, which tends to be bur-
densome. Despite the importance of psychosocial support, it is yet a difficult task 
for the healthcare professionals—family caregivers’ needs are complex and not eas-
ily fulfilled in such a situation. Nevertheless, family caregivers’ presence in the 
hospital and their participation in the care process support the well-being of the 
patient and also increase the caregivers’ coping abilities and desire to care for the 
patient at home. Therefore, many positive consequences of family involvement in 
palliative patient care should be considered, and healthcare professionals should 
enable and support families’ participation if desired and acknowledge their position 
in the unfamiliar hospital environment.

It is recommended that future research focuses on family involvement in the 
hospital setting, the factors most important to the patients, family caregivers, and 
healthcare professionals, and considers the family caregivers’ point of view. 
Intervention studies and comparative research in several countries should also be 
conducted. Additionally, the consequences of family involvement, not only for the 
patients and families in palliative care but also for the whole healthcare system, 
require more attention in future research, as it is important to demonstrate the effects 
of family involvement at the individual, economic, and organisational levels through 
evidence-based methods.
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Supporting Caregivers of Patients 
with Childhood Malignancies

Theologia Tsitsi and Koralia A. Michail

1	� Introduction

1.1	� Epidemiology of Cancer in Children

Childhood cancer remains a substantial global burden. Even though survival rates in 
high income countries reach 80%, only 10% of children reside in these countries [1, 
2]. Additionally, there are no available screening programs for childhood cancers, as 
opposed to adults, resulting in delays in diagnosis and treatment [2].

Childhood cancer rates, as yielded from the Surveillance, Epidemiology and End 
Results Databases in 2015, reached 344,543 children [3]. Leukaemias were the 
most common cancer, accounting for 28.8%, followed by CNS tumours and 
Lymphomas, with an overall rate of 24% and 11.2%, respectively [3].

The use of a metric that factors in the mortality as well as the treatment-related 
morbidity of childhood and adolescent cancer, namely the disability-adjusted life 
years (DALYs), has been used from the Global Burden of Disease Study [2]. 
According to the aforementioned study, children aged 0 to 4 year old corresponded 
to the higher proportion of global childhood cancer DALYS, with leukaemias rep-
resenting the highest DALY according to the cancer category, followed by brain and 
nervous system cancers. Rare adolescent cancers, namely testes, ovaries and thy-
roid, corresponded for the second highest DALY burden. The same study high-
lighted the role of a low sociodemographic index on the burden of the disease.

Adverse outcomes of cancer and cancer therapy can be detected even on long-
term survivors [4]. The burden of both the disease as well as its consequences bears 
down not only the children but also their caregivers.
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2	� Childhood Cancer Burden for Caregivers

Parenting is rewarding but at the same time, it can also be challenging [5]. This is 
particularly true among parents of children with cancer. The threat of a possible 
death of their child (life-threatening nature of cancer), the often-intense treatment 
chemotherapy regimens, the accompanying short- and long-term consequences of 
the illness and treatment (e.g. cardiac toxicity, sterilisation, limb loss) [6] and the 
possibility that the child will not respond to treatment, pose severe challenges to 
parents with severe impact on their health and well-being [7, 8]. A study by Boman 
et al. [9] found that unlike paediatric diabetes, where levels of parental uncertainty 
decreased over time, paediatric cancer was associated with parents’ constant fear of 
losing the child. This can be partly attributed to the fact that even in the cases where 
the treatment is followed by a remission period, paediatric oncologists cannot guar-
antee a full recovery [10].

In addition to these challenges generated by the childhood cancer and the 
treatment, parents often have to take on a number of new caregiving tasks [11]. 
Parents may have to continue taking household tasks and may have to adapt to a 
number of new roles, such as being a medical assistant, teacher or therapist [12], 
further complicating the balance of different life roles. Based on previous studies 
[6, 13, 14], it has been demonstrated that parents frequently take time off from 
work (sick leaves/unpaid leaves), or they quit their jobs, which can result in 
income variations and possibly financial difficulties. Adding to the financial tox-
icity that parents might face at the course of the cancer trajectory is the possibil-
ity of out-of-pocket expenses related to the management of the disease. 
Additionally, all these responsibilities may reduce the time that parents have to 
take care of themselves and their own health [6, 15] and they may give up leisure 
activities they had before the onset of the childhood cancer [10]. Consequently, 
the enormity of this responsibility for caregivers and its concomitant burden are 
associated with a wide range of health impairments for caregivers [16–18], such 
as sleep deprivation, eating disorders and psychological distress [7, 19]. In par-
ticular, parents of children with cancer are at far greater risk of psychological 
distress than caregivers of healthy children or caregivers of children with other 
forms of illness [20, 21]. These parents usually report more physical and psycho-
logical problems and visit physicians more frequently than others [22, 23]. Also, 
parents of children who have survived cancer are known to suffer long-term psy-
chological effects, including post-traumatic stress disorder [24–27]. Previous 
studies show that the majority of parents experienced care burden, which was 
associated with the care of their child with chronic illness [28, 29].

As such, when parents face the diagnosis, a new and sudden role of caregiving is 
added to already existing roles. During this period of caregiving, studies showed 
that parents experience stress and burden resulting from the rigorous activity of 
caregiving [30–32], which can have a negative impact on their physical, personal, 
emotional, psychological health (depression, anxiety and post-traumatic stress) and 
social lives and may experience financial hardships, thereby decreasing their quality 
of life (QOL) [6, 33, 34].
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2.1	� Concept of Caregiving Burden (CB)

In the health literature, there is a lack of clarity around the concept of CB and the 
alternate usage of terms such as stress, distress, tension and burnout instead of bur-
den [35, 36]. Stress is the most common synonym used by researchers to represent 
CB in the literature. Caregiver stress is considered both subjective and objective. 
Subjective stress refers to the emotional or cognitive responses of the caregiver, 
such as fatigue, inequality or the perception of the current state of caregiving. 
Objective stress mainly reflects the care responsibility [35] assumed by the care-
giver, which is a measurement based on the need of care-recipients [37, 38]. Added 
to this, a child’s cancer diagnosis is a primary source of stress that exerts its effects 
across various aspects of a parent’s life, that is, physiologic, self-concept, role func-
tion and interdependence [39].

Also, there are various definitions available in the health literature. These have 
led to some confusion among professionals. According to Herdman [40] in nursing, 
caregiver role strain is an important nursing diagnosis that refers to difficulties in 
performing the family caregiver role. In medicine, primary caregiver syndrome, 
also known as stress in primary caregivers, is used to represent a combination of 
symptoms such as fatigue, loss of energy, exhaustion and tiredness that can occur 
from the care demands [41, 42]. Contributing to this confusion, burden and distress 
are often used synonymously in the health literature.

The concept of burden was first introduced by Hoenig [43] and believed that 
‘burden could be divided into subjective and objective burden’. ‘Subjective burden 
primarily involves the personal feelings of carers generated while performing the 
caring function, while objective burden is defined as events or activities related to 
negative caring experiences’ [43]. Afterwards, Zarit [44] defined CB ‘as a state 
resulting from necessary caring tasks or restrictions that cause discomfort for the 
primary caregiver of an older adult and his or her health problems, psychological 
well-being, finances and social life’. In 1992, Given [45] revised the definition of 
caregiver burden and expanded the construct to include the caregiver’s physical 
limitations (e.g. personal time and formal care resources) and role strain.

Meanwhile, Montgomery (1985) defined CB as ‘the distress that caregivers feel 
as a result of providing care’. Measuring CB systematically, they identified three 
dimensions of CB: ‘the objective demand burden’, ‘the subjective demand burden’ 
and ‘subjective stress’ [46]. The objective demand burden is the perceived interrup-
tion of the daily lives of caregiver, and the subjective demand burden is the care-
giver’s perceived demand of responsibilities from caregiving. Finally, the subjective 
stress burden is the caregiver’s emotional response to caregiving responsibilities 
[46, 47]. Although the approach of Montgomery [46] helps to measure the objective 
and subjective dimensions of CB, critics have argued that CB is too complex to be 
reduced into these contrasting categories [48].

Finally, two definitions of CB were suggested first by Choi et al. [48], after an 
integrated review, regarding the analysis of CB in palliative care with its attributes, 
antecedents, consequences and facilitators: ‘CB, a multidimensional concept, is 
attributed to the perception of physical symptoms, psychological distress, impaired 
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social relationships, spiritual distress and financial crisis that arise from caregiving 
tasks or care demands. Disruptive to a caregivers’ daily life, CB involves role strain 
and increases the level of uncertainty during palliative care. The results of unre-
solved CB are the diagnosis of psychiatric illness, impaired physical health status, 
and poor quality of life’. The second definition came by Liu et al. [49], who after a 
concept analysis suggested that CB is ‘the level of multifaceted strain perceived by 
the caregiver from caring for a family member and/or loved one over time 
(attributes)’.

However, CB is a complicated concept due to its multidimensional construction, 
and this is strongly supported by the literature [35, 50–52], thus this concept can be 
interpreted and evaluated differently according to caregivers’ characteristics and 
their situations. This is because even if the number of caregiving tasks and the length 
of the caregiving period are likely to increase the level of caregiver burden, indi-
vidual caregivers have different thresholds and there is variation in caregiver out-
comes. Similarly, considering cancer as a multidimensional complex disease, 
parents take up the diagnosis of their child with cancer, trying to establish a balance 
between their personal needs and their children’s needs, which seems to increase 
parents ‘anxiety, depression, and the perceived burden’ [53]. Also changes to the 
daily routines of all the family members confront them with new situations [54, 55]. 
It is worth noting that fathers and mothers face distinct demands and tend to deal 
differently with challenges. Mothers usually assume the role of primary caregiver 
and become emotionally involved while the fathers act as providers and tend to 
distance themselves emotionally from the situation [56]. Also, cultural gender roles 
may influence the manifestation of feelings, fears and expectations between parents 
[57]. Other important factors that may affect how parents perceived CB are their 
age, gender, economic status, the child’s type of cancer and the parents’ own health 
status [58–61]. Moreover, social support (SS) is another resource that can affect CB 
[62, 63]. According to the literature, feeling supported enhances caregivers’ sense 
of self-efficacy in dealing with the patient and, in general, can reduce caregivers’ 
emotional burden [64, 65].

In their study, Qadire et al. [53] found that parents children with cancer report 
high levels of burden. In particular, 75.4% of parents experienced mild-to-severe 
levels of burden. Raina et al. [66] emphasised CB as an important risk factor for 
poor parental adaptation outcomes and research has systematically found signifi-
cant associations between parental distress and poor child adjustment [34, 67].

CB is related to the well-being of both the individual and caregiver; therefore, 
understanding the attributes associated with caregiver burden is important [49].

2.2	� Attributes Associated with CB

Walker and Avant (2005) defined attributes as ‘the features that appear repeatedly in 
the literature and are the critical attributes of the concept’ [68]. The three key attri-
butes of CB identified from the literature according to Liu (2020) [49] are: self-
perception, multifaceted strain and over time.
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2.2.1	� Self-Perception (Perceived by an Individual)
Self-perception considers the caregiver reflecting on personal experience during the 
caregiving process [49], even though CB was found to be an individual’s subjective 
evaluation of the present caregiving situation and measurement of the degree of dif-
ficulties. However, Liu et al. (2020) argued that ‘CB includes both subjective and 
objective aspects and perception is seen as objective or subjective since it is the 
ability of an individual to observe or listen to things through their senses, or the way 
in which they regard, understand and interpret them’. According to Bhattacharjee 
[69], caregiver burden refers to ‘the positive or negative feelings and perceptions of 
the caregiver associated with providing caregiving functions’ (p. 114). Similarly, 
Kazak et al. (2009) argued that when parents are faced with childhood cancer, their 
perception about the illness and its treatment is an important predictor of parental 
adaptation [70]. In a study of parents of children undergoing treatment or children 
who have completed treatment for cancer, those who perceived their child’s current 
medical condition in a more negative way reported poorer adjustment [71]. 
Furthermore, in Salvador et al. study [21], parents of children undergoing treatment 
reported more negative perceptions about the child’s illness (severity and illness 
interference), higher levels of caregiving burden and poorer Quality of Life (QoL) 
than parents of children who were already off-treatment. It is obvious that among 
caregivers in the same context, the level of perceived burden varies [49]. For exam-
ple, a longitudinal study among mothers of children with cancer reported a more 
beneficial finding [72]. Similarly, studies found that 90% of mothers and 80% of 
fathers of childhood cancer survivors mentioned at least one benefit (changed life 
perspective, emotional growth, family integration and healthier lifestyle) in having 
a child diagnosed with cancer or other chronic diseases [73, 74]. A study of de 
Korte-Verhoef [75] reported that more than half of caregivers experienced a high 
level of burden; however, only a quarter of the caregivers expressed that their burden 
negatively affected their daily life.

2.2.2	� Multifaceted Strain
During the crisis of the child’s cancer, parents struggle to balance stressors of the 
situation and their capabilities [76, 77] and pay limited attention to their own state 
of health. As a consequence, this leads to physical and psychological symptoms 
such as fatigue [78], insomnia or a lack of sleep due to anxiety or interruptions at 
night from caregiving demands [79], depression and an increased risk of developing 
mental illness [78]. Moreover, caregiving stress has been shown to impair parents’ 
immune response to anti-inflammatory signals [80]. In a study conducted by 
Ghufran [81], 78% of the mothers (as the primary caregiver) were diagnosed with 
depression during the processes of their children’s cancer treatments. Mothers were 
in psychological distress when they had to watch their children suffer through treat-
ments and their side effects and felt strong negative emotions such as shock, anger 
and fear regarding the conditions and prognoses [82]. It has been documented that 
some parents of children who have survived cancer, suffer long-term psychological 
effects, including post-traumatic stress disorder [8, 24, 25] and as a result may expe-
rience negative health effects [17, 18]. Mothers, especially, are at risk for 
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posttraumatic stress symptoms (PTSS) [7, 83], with an incidence as high as 40% 
[84, 85]. Consequently, family caregivers (either mothers or fathers) of children 
with cancer have a heavy caregiving burden, which negatively affects their Quality 
of Life (QoL) [86]. One of the factors explaining the poorer QoL reported by par-
ents of children with cancer is CB [79].

Parents have also been shown to experience substantial socioeconomic impact 
as a result of the child’s illness-related care, including direct expenses, lost income, 
work disruptions and increased out-of-pocket expenses [87, 88]. Studies have 
shown reductions in employment and work absenteeism, along with difficulties 
with unsupportive employers and finding flexible jobs [89]. A more recent research 
conducted by Borrescio-Higa et  al. [90] in Chile found that economic fragility 
increases following a diagnosis of childhood cancer, as many caregivers report job 
loss and absenteeism. A previous study conducted in UK estimated the economic 
burden of caregiving in families of 917 children, showed that the economic burden 
on parents was high and especially so for caregivers of younger children with leu-
kaemia [91]. The literature shows a strong association between the level of finan-
cial difficulties reported by caregivers and the degree to which they experienced 
psychological distress and social isolation in the general population [92] including 
depressive symptoms in parents of children with cancer [93, 94]. However, medi-
cal costs are not the only burden on patients and their families. Psychosocial costs 
are intangible, not precisely defined and are less documented than economic costs, 
even though they represent a large and significant part of the total burden of ill-
ness [95].

2.2.3	� Over Time Attributes of CB
Caregiver burden is a rather dynamic concept [55, 96]. The needs and demands of 
the patient vary at different points in the disease trajectory and so does the caregiv-
er’s burden [97]. A growing body of literature suggests that the longevity of caregiv-
ing, social/family support and the trajectory of disease are all factors that significantly 
affect the level of burden on caregivers [55, 96]. A study by Klassen (2008) indi-
cated that a timeline of parental health-related quality of life (HRQL) is seen, with 
most psychological distress at the point of diagnosis [15]. In addition, Katz (2018) 
found in his research study that parental anxiety can be elevated in the first 2 months 
after the child’s diagnosis and they may have high levels of depression during the 
first 10 months [98]. Significant distress remains during treatment [56, 99] and sig-
nificantly correlated positively with the intensity of treatment (especially chemo-
therapy) [71, 100]. Variations in the duration and persistence of psychological 
disturbances have been reported in the literature and such levels are higher among 
mothers [72, 101]. Compas [102] found that 29% of mothers and 13% of fathers of 
children with newly diagnosed cancer experienced moderate-to-severe depressive 
symptoms. A systematic review by Wakefield et al. [103] noted that completion of 
treatment can provoke intensified parental anxiety and additional stress as parents 
lose the security of the treatment regime and fear recurrence or relapse. Fear of 
recurrence was also linked to persistent fatigue in parents. Another study identified 
that significantly increased psychological distress may be experienced for as long as 
5 years after the completion of the treatment [7]. In Salvador’s study [21], parents 
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of children undergoing treatment reported more negative perceptions about the 
child’s illness (severity and illness interference), higher levels of caregiving burden 
and poorer QoL than parents of children who were already off-treatment.

On the contrary, in a descriptive qualitative study conducted by Kaushal [104], 
most mothers expressed coming to a stage of acceptance and shifting their focus to 
positive thoughts. This is consistent with Lazarus and Folkman’s definition of cop-
ing as a purposive cognitive or behavioural change to deal with the appraised exter-
nal or internal demands [105]. Some mothers in the same research focused on 
‘blessings in disguise’, such as closer family relationships and relatively good prog-
noses, and such positive reframing enabled them to endure through the treatment 
processes with their children [104]. Similarly, the perception of better-quality fam-
ily relationships contributed prospectively to benefit finding among caregivers of 
children with cancer or Type 1 diabetes [85].

3	� Support Needs of Caregivers of Patients of Childhood 
Malignancies Across the Cancer Continuum

When a child is diagnosed with cancer, the whole family is diagnosed. The caregiving 
role is multiplied and shifts towards a new role that demands new skills while trying 
to preserve the family equilibrium [106–108]. This new role is accompanied with 
unique needs that are differentiated according to the diagnosis and treatment phase, 
the family structure and the cultural and spiritual background of caregivers [107].

3.1	� Diagnosis: Initial Phase of Treatment

The treatment initiation phase provokes the highest level of uncertainty and stress to 
parents, leading to the need for information and verification of the diagnosis [109]. 
The timely provision of necessary information has been highlighted in order to 
resolve uncertainty to these caregivers [109]. The uncertainty and difficulty of 
accepting the child’s diagnosis highlight the need for professional assistance for 
emotional concerns like fear, worry and sadness [110, 111].

The need to accept the reality of what is happening, so that they can then begin 
to take control and deal with the situation has been described by parents [112]. 
Acceptance may serve as an important mediating role in the relationship between 
childhood cancer and parent’s later distress [112]. On the contrary, avoidance 
around the time of diagnosis is predictive of higher distress in due course of child’s 
treatment [113]. Caregivers of children with cancer should have early and ongoing 
assessment of their mental health needs [110].

3.2	� During Treatment

During treatment, attention of caregivers of children undergoing cancer therapy 
shifts towards the support of their children. Parents have expressed the need for 
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continuing their child’s education during the hospital stay as well as the need for 
social programs including opportunities for play and art [5, 111].

The need for communication between departments has emerged, with caregivers 
feeling distressed when having to repeat their child’s clinical history due to the lack 
of appropriate sharing of information between in-hospital services, including emer-
gency departments [5, 114].

The need for emergency care during a child’s treatment phase is a major stressor 
since caregivers find themselves unable to decide whether the child should be trans-
ferred to the hospital, for symptoms that would be otherwise be treated at home. The 
decision of taking an immunocompromised child to the ER comes with anxiety and 
stress that the child won’t be isolated as ordered or even fear that the healthcare 
workers will not be able to manage the port catheters [114, 115]. The need for the 
existence of protocols involving the fast and safe management of these children in 
the ER is apparent.

Caregivers can find comfort during hospital stays by being with other parents and 
feeling their support and company [116]. Parents and caregivers of childhood malig-
nancies often express their wish to meet other parents or be part of support groups, 
since having a group in similar situations can relieve distress [5]. The need for sup-
port groups can often be met with the use of social media platforms. With the use of 
such platforms, caregivers provide and receive information from other cancer fami-
lies and obtain tools or knowledge that will help with their child’s cancer treatment 
[117, 118].

Caregivers during the treatment of their child have concerns regarding informa-
tion about the illness as well as the physical changes the child might be subjected to 
[111]. The need for information regarding their child’s diagnosis and therapy can 
lead parents to the use of online sources [5]. Even though utility of social media as 
a cancer-related resource could be helpful for caregivers within specific communi-
ties, cancer information shared on Facebook was found to be inaccurate by 19%, 
stressing the need for recommending reliable, evidence-based sources to patients 
and caregivers [119].

The role of spirituality and religion on coping with the stress of caregiving has 
been described in the past [120], whereas religious and spiritual interventions have 
been found to play a significant role in reduction of stress and depression [121]. In 
a study performed by Abdoljabbari (2018), caregivers of children with cancer 
believed that conducting religious activities gave them a means to achieve compo-
sure, have hope in future and tolerate hardships and critical conditions related to the 
disease [122]. Spiritual needs of parents have been described independently of reli-
gious belief orientation during the treatment of their children in the form of the need 
of a prayer room, and availability of a spiritual/religious person in the hospital 
[111], even though these needs are often overlooked [123].

The family structure can influence parental well-being. Single parents are at an 
adverse position compared to two-parent families, since they have to balance the 
emotional, physical and financial strains of caring for their families while taking 
care of the child with cancer. The synergy of these cumulative stresses with the 
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added strain of caregiving for a child with cancer can lead to long-term health and 
financial implications for parents [11]. Rosenberg-Yunger (2013) found that social-
emotional, practical and financial support were crucial for single parents’ abilities 
to cope with their role as the primary caregiver. Additionally, these parents needed 
encouragement to seek help for practical support, including the full range of 
resources available to them [124].

In a study by Wiener (2016), lone parents could be demographically single or 
with a partner who was absent, making them feel alone during the child’s active 
therapy. Lone parents were found to experience significant worsening of relation-
ships with their friends and their other children compared with non-lone parents 
[125]. This finding implies that healthcare workers should not rely only on demo-
graphic characteristics of caregivers but rather try exploring their need for support.

Immigrant caregivers of children with cancer account for a population with dis-
crete needs, mainly due to language barriers [126–128]. Living in a country with 
different languages and culture constitutes a burden on its own for parents. The 
admission of the child to the hospital due to a malignancy is usually the first point 
of contact of these parents with the health services [128], whereas lack of necessary 
immigration documents might cause a delay in the diagnosis of these children since 
parents deem entering into the healthcare system as a threat [126]. Language poses 
a significant barrier for informed decision-making, access of available financial and 
other resources and advocating for the child’s needs [126–128]. Language barriers 
can complicate paediatric cancer care for parents, regardless of the language [129]. 
Moreover, cultural differences and beliefs concerning health and sickness can affect 
parent’s response to child’s treatment as wells as towards healthcare providers 
[130]. Therefore, the need for a permanent interpreter and culturally available infor-
mation is imperative. Moreover, HCPs should be educated to develop cultural 
awareness, knowledge, attitudes and communication skills towards immigrant care-
givers, which is imperative [127, 128, 131].

The COVID-19 pandemic generated additional concerns for caregivers of chil-
dren with malignancies. Unemployment rate skyrocketed, whereas the continuity of 
therapy was disturbed [132–134]. The hospital was longer perceived as a safe place 
for children, whereas the insecurity of caregivers intensifies the need for proper 
information [132]. Interventions that would secure the continuation of care, includ-
ing logistics, guidance for government aid applications, food provision and the use 
of technology for connectivity support, were found to be substantial [135]. 
Depressive and anxiety symptoms of primary caregivers of children with cancer 
were similar in incidence with those reported from frontline healthcare workers dur-
ing the pandemic, underlying the need for mental health support services [133, 134].

3.3	� Post Therapy Needs: Remission Phase

The period that follows the completion of treatment, mainly the first two years after 
which children are considered long-term survivors, is of high importance [136]. 
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During this period, caregivers begin to worry about the inefficacy of treatments, the 
possibility of relapse and death, as well as the effects of treatments in the future [137]. 
Parents with lower educational and socioeconomic status were found to be more 
prone to stress after the completion of therapy, whereas parents with higher education 
were more able to communicate with healthcare professionals and make informed 
decisions, indicating the importance of health literacy [137]. Caregivers share the 
need for education and information concerning worrisome symptoms and were to turn 
if those symptoms emerge. Moreover, they need reassurance that in the case of relapse, 
they will stay connected with their primary oncology caregiver [138, 139]. Additionally, 
caregivers need information regarding risk factors and late site effects of treatment. 
This information should not be provided immediately after the completion of treat-
ment, since parents and children need time to adapt to their new normality [139].

4	� Interventions Described in the Literature 
for Supporting Caregiver’s Needs

Supporting caregivers of children with malignancies can be challenging. As men-
tioned above, support needs may vary according to treatment phase and family 
structure. Methods of support described in the literature and their focus vary in 
order to adjust to caregiver’s needs.

4.1	� Education and Information

Education concerning the child’s disease and information regarding what to expect 
have been the main desideratum for caregivers of children with cancer during its 
whole trajectory. Provision of timely education and information to caregivers can 
significantly lower stress levels and resolve uncertainty [109]. Educational support 
should include diet education, environmental infection control and provision of 
information about the current patient’s status and prognosis [109].

The use of video-assisted education prior to medical procedures has shown to 
enhance caregiver’s knowledge and lower anxiety related to the procedure. 
Knowledge enhancement can provide a basis for informed decision-making. The 
information content and themes included must be balanced and medical terminol-
ogy should be avoided [140].

Providing information in simple language or with the use of visuals including 
videos, pictures or theatre while considering cultural differences for the use of 
translated material is of high importance for immigrant caregivers [128]. Translation 
should be achieved by trained interpreters rather than ad-hoc or family members. 
Ad-hoc interpretation has been linked to diminished trust in doctors, breach of con-
fidentiality, inaccurate communication, inadequate treatment and greater errors in 
translation [128].

In order to provide information and cover educational needs of caregivers after 
the completion of therapy, Hobbie et al. (2010) developed a booklet that focused on 
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the informational needs of parents in the immediate post-treatment phase [139]. 
Furthermore, the review of late effects, scheduling of follow-up appointments and 
communication with school staff were considered helpful in the long run for care-
givers [138].

De la Maza (2020) described a structured educational program which included 
topics related to cancer pathophysiology, diagnosis and treatment of cancer, medi-
cation side effects, infection prevention, Central Venous Catheter—CVC care, 
awareness of febrile neutropenia (FN) and understanding when an ER visit is neces-
sary [141]. Education was provided in individual sessions by a nurse specialised in 
paediatric cancer, whereas a hardcopy of the educational content was also available 
for caregivers. The results showed enhanced knowledge for caregivers receiving the 
educational intervention, as well as improved clinical outcomes for the paediatric 
patients, especially concerning CVC infections and unnecessary ER visits [141].

A discharge-planning program to meet the physical needs of children with cancer 
was described by Yilmaz (2010) [142]. The program included an ongoing discharge 
teaching, home visits and telephonic consultation. Determination of care needs, 
namely infection management, bowel control, nutrition, fatigue and pain was made 
during home visit interviews, whereas education and counselling were initiated 
according to emerged needs. Telephonic consultation was available to caregivers 
12 h daily. Results of the study showed that the intervention decreased infection-
related problems, including unplanned visits and readmissions and nutritional prob-
lems, including nausea and vomiting [142]. The Children’s Oncology Group has 
developed a standardised education checklist that can be used by nurses to guide the 
initial education provided to parents of children newly diagnosed with cancer before 
the initial hospital discharge [143]. As paediatric cancer patient care shifts towards a 
more home-based care, it is of paramount importance that caregivers are educated 
and feel competent to provide adequate care to their child. Moreover, communication 
of the healthcare agency, family and hospital should be enhanced [144].

Parents of a dying child will need support in order to recognise what is happen-
ing when and to make the best decisions to enhance the child’s quality of life. 
Healthcare providers should be able to clarify ambiguities and provide information 
in a form that will secure the feeling of confidence to caregivers [145].

4.2	� Emotional Support

Caregiving of a child with cancer is a distressful experience that can lead to reduc-
tion of quality of life and depression [146]. The need for emotional support should 
be assessed and provided as soon as diagnosis is made.

Interventions that aim on stress relief should begin prior to child’s therapy and 
should be going on until child’s discharge from the hospital. Liu et al. provided a 
three-stage intervention in caregivers of children with stem cell transplantation 
focused on four areas: (a) sharing past experiences, (b) promoting support for the 
caregiver, (c) providing medical information relevant to each caregiver’s child and 
(d) reducing caregiver distress. The support intervention was provided 5 days 
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pre-transplant, 14 days after and a week prior to discharge. Results showed a 
decrease of distress and an increase in quality of life for caregivers of children dur-
ing the process of hematopoietic stem cell transplantation (HSCT) and hospitalisa-
tion, underlining the importance of early initiation of such interventions [147].

Support groups are defined as groups of people with common experiences and 
concerns who provide emotional and moral support to one another, while they can 
be combined with comprehensive education, thus simultaneously meeting parent’s 
information needs [111]. Moreover, according to experienced healthcare profes-
sionals, in-hospital group therapy can benefit more caregivers, facilitate the interac-
tion among group members, reduce the feeling of being alone, improve social 
support and offer better clarification of concepts, compared to individual psycho-
therapy sessions [104].

Berry-Carter (2021) described a mentoring program with parents having the role 
of mentor after training, which provides support and understanding to caregivers of 
children with cancer. Mentors and parents are trained to validate feelings, fears, 
concerns, regrets, grief, encourage parental self-care and assess for referral needs 
[148]. Parents reported that the mentor’s support, the sharing of stories and the 
mutual communication and feedback were beneficiary [148]. Parents of children on 
terminal stage need insight and support on how to communicate with their dying 
child concerning death. Being able to talk with other parents was found especially 
important for parents and caregivers of these children [149].

The use of alternative relaxation intervention has also been described for reduc-
ing anxiety levels of parents of children with malignancies. Tsitsi et al. used pro-
gressive muscle relaxation and guided imagery techniques that significantly reduced 
anxiety symptoms and improved mood states [150].

4.3	� Spiritual and Religious Support

Parents and caregivers often find support in spirituality. Spiritual practices were 
reported as a form of support and coping strategy that some mothers relied on, 
whereas their religious beliefs enabled them to go through the treatment processes 
[5]. Moreover, spiritual interventions based on the Richards and Bergin pattern 
[151], namely activities such as prayer, contemplation, reading sacred writings, for-
giveness, repentance, worship, fellowship, spiritual direction and moral instruction, 
were found to reduce depression, anxiety and stress scores of caregivers of children 
with leukaemia [152]. It is therefore of high importance for caregivers to have a 
place during the child’s treatment where they can pray and practice their religion, 
regardless of what it is [111]. Additionally, the availability of a priest or spiritual 
person in the hospital could facilitate spiritual and belief practices.

4.4	� Social and Financial Support

Caring for a child with cancer more than often means that one parent should be able 
to stay with the child during hospitalisation. This can lead to loss of income which 
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added to the cost of treatment and can be a source of considerable stress and finan-
cial hardship for families [6, 153]. Moreover, the absence of income and social 
support networks has been correlated with increase in therapy abandonment 
[154, 155].

Rosenberg-Yunger recommends the provision of educational sessions for both 
parents and their support networks with a scope to ensure that they know the full 
range of resources available to them, and for the latter to ensure that they know the 
kinds of assistance parents of children with cancer will need. Additionally, having a 
financially supportive work environment was important for single parents caring for 
a child with cancer, especially retaining access to extended benefits to ensure that 
the child’s medications were covered [124].

Support networks can relief parents from direct caregiving and other responsi-
bilities, so that they can focus on their child with cancer [107]. Timely education 
about their child’s health status from healthcare providers and emotional support 
from family members, friends and others have been recognised as the most helpful 
forms of assistance to relieve caregiver burden [19].

All families should be assessed, offered support and informed of existing 
resources on an ongoing basis beginning at diagnosis [153].

4.5	� Support with the Use of Technology

The use of technology, especially smartphone apps can facilitate meeting the support 
needs of caregivers [156]. mHealth tools could enable caregivers to become more 
efficient, effective, safer and less stressed while managing their children’s care—
oncology advice incorporated [114, 157]. Mueller et al. have developed an mHealth 
tool, namely COPE, to support parents in planning and manage emergencies for their 
children with cancer [157]. The tool provides components that include child’s medi-
cal history inputted by the caregivers, documentation of common symptoms and 
provision of advice based on the inputted information. The tool also features contact-
ing with the child’s medical team, finding a nearby emergency department, as well as 
access resources such as sanitation and port access videos [157].

Developing social media-based interventions could help provide caregivers with 
accurate cancer information to reduce misinformation found online and create a 
space in which caregivers can have positive interactions with other families who 
have a child with cancer [118]. Facebook groups have been successfully used for 
peer support by sharing preventive health behaviour education and behavioural 
prompts while serving as a platform for parents to interact with each other [158].

5	� Conclusions

Caregivers of children with malignancies carry an unbearable burden which may be 
due to the change of their role, fatigue, social isolation, loss of work and income or/
and to the financial burden. The needs of these individuals differ according to family 
status, the child’s diagnosis, the stage of therapy and other contributing factors. 
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These needs should be recognised by health professionals in a timely manner in 
order to provide them with the necessary intervention. There are several ways to 
support parents of children with cancer and these are constantly evolving. It is the 
duty of health professionals working in the field to know both the ways and the bod-
ies to support these caregivers, as the support will have an impact on the treatment 
outcomes of the child with cancer.
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Informal Caregivers: The Advocacy 
and Policy Perspective

Elizabeth Hanson and Claire Champeix

1	� Introduction

The crucial role played by informal carers in caring for a relative/significant other with 
a health and/or care need is increasingly being recognised by policy makers and govern-
ments globally, mainly as a result of ageing demographic trends and finite economic 
resources concerning publicly funded health and long-term care services [1]. In addi-
tion, health policies advocating more people centred, integrated health and care systems 
[2] have led to a stronger focus on community care and care provided at home, making 
the role of the informal carer more prominent [3]. More recently, the COVID-19 pan-
demic has helped to shed a spotlight on informal carers and their situation given the 
governmental restrictions operating in many countries which led to many carers provid-
ing more care to frail older, disabled and/or chronically ill relatives living at home [4].

Thus, the adage that you are either currently a carer, or have been a carer, alter-
natively that you will be a carer at some point later in your life is increasingly the 
case within our societies today as informal carers represent the backbone of long-
term care systems around the world [5]. It is estimated that between 12 and 18% of 
the EU population aged 18–75 provide informal long-term care at least once a week 
[6] and that nearly 16% of adults in the USA provide unpaid care to people with 
care needs [7]. In countries where community and residential long-term care ser-
vices are less prevalent, nearly all long-term care is provided by informal carers [8].
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A life course perspective is highly relevant when it comes to informal care as 
people of all ages engage in caring activities. Indeed, it is estimated that at least 
3–8% of all children and youth provide care to parents, siblings or friends, so called 
“young carers” [9]. Many carers are of working age, some of whom combine paid 
work with providing care to aged parents and/or to a child with a long-standing ill-
ness or disability, so-called “working carers”. Informal caring is also common in old 
age where care is usually provided to a spouse/partner. Further, a gender perspective 
is important to highlight with regard to informal care as the majority of informal 
carers are women—at least 75% in the USA and approximately 55–60% in Europe 
[10, 11]. However, in their later years (70+), a higher proportion of male spouses are 
informal carers. Nevertheless, overall women are often the main carers and tend to 
carry out more personal caring activities. Further, their subjective mental and physi-
cal health is more adversely affected compared to men.

Having provided an overview for understanding the context and prevalence of 
informal caring, we will now turn our attention to outlining carers movements and 
their key advocacy role.

2	� The Carers Movement(s) and Their Advocacy Role

Carers movements are largely grassroots movements that have been growing in 
recent years to include more countries internationally. Informal carers’ collective 
voices are often formalised in local, regional and national carers associations who 
play an important role in both supporting carers in their individual caring situation 
and also collectively by lobbying and advocating for informal carers as a whole to 
improve their situation. In particular, to work for changes and improvements in 
practices, policies, legislation and research. Some of these associations also offer a 
range of information, education/training and support services to informal carers 
depending on their size and source(s) of funding. Many associations depend entirely 
on membership fees, private donations and sponsorships, external development and/
or research funding, whilst some associations receive some level of direct or indi-
rect government funding. A number of well-established carers organisations were 
set up in the 1990s such as Carers Australia, the National Alliance of Caregiving, 
USA, the Taiwan Association of Family Caregivers and Carers Sweden and also 
around 2000 such as the French Association of Caregivers and Carers Canada. The 
earliest known carers organisation is Carers UK that began as a grassroots move-
ment initiated by the Reverend Mary Webster who wrote a letter to the newspapers 
about the difficulties of working and caring for ageing parents. In 1965 Mary formed 
the National Council for the Single Woman and Her Dependents which later became 
Carers UK (https://www.carersuk.org).

It is important to note however that the establishment of carers’ organisations 
remains uneven across countries. For example, currently, to the best of our knowl-
edge. There are no carers organisations operating in the eastern European countries. 
We would argue that the growth of the carers’ movement and the establishment of 
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carers associations in countries where previously there were none is partly related to 
a couple of factors. Firstly, that in some countries the recognition of carers with some 
allowance(s) being granted, provides the basis for carers to gather. Second, progress 
in research shedding light on the weaknesses of the existing situation also acts as a 
catalyst as explained further below in the reference to Baroness Jill Pitkeathley.

As well as national associations there are also umbrella carers organisations at 
EU and international level. Eurocarers was established in 2006 and acts as the 
European voice for informal carers. The overall goal being to advance the situation 
of informal carers across Europe. It is a European network consisting of a total of 
over 75 members comprising of carers organisations together with relevant research 
institutes and universities. It has had a secretariat in Brussels since 2014 and its core 
funding is secured via European Union social funding programmes. The rather 
unique combination of membership—both carers members and researcher mem-
bers—helps to bring about evidence-based advocacy at both national and EU levels. 
It does this primarily by firstly documenting and raising awareness about the signifi-
cant contribution made by carers to health and social care systems and the economy 
as a whole, and of the need to safeguard this contribution. Secondly, by ensuring 
that both EU and national policies take account of carers. In other words, policies 
that: (1) promote carers’ social inclusion and combat poverty, (2) the development 
of responsive support services, (3) enable carers to remain active in paid employ-
ment and maintain a social life and (4) to have the same rights and life chances as 
other citizens with regard to their health and well-being, education and employment 
(https://eurocarers.org).

Importantly, Eurocarers advocate for choice when it comes to caregiving: infor-
mal carers should have the possibility to make choices as to the type and the inten-
sity of the care they provide, and the duration. Also, the preferences of those in need 
of care should be met. Eurocarers call for long-term care systems which not only 
take into account the essential role of informal carers and support them, but also 
offer formal qualitative care alternatives, be it in a residential setting or at home. 
The premise being that only by ensuring all people in need of care can access qual-
ity and affordable formal care, can we ensure that informal care arrangements reflect 
the personal preferences of the people concerned. It is also recognised that a combi-
nation of formal and informal care should be an option, supported by an adequate 
assessment and coordination of care needs. Therefore, informal and formal care 
should be considered as complementary, rather than two distinct and opposite care 
pathways (https://eurocarers.org).

Eurocarers provide the secretariat to the European Parliament Interest Group on 
Carers which was officially launched in 2007 and which brings together Members 
of the European Parliament from different countries and political parties who are 
willing to support the development of carer-friendly policies (https://eurocarers.org/
ep-interest-group-on-carers/) (for further details of the work of the Interest Group, 
see below).

At an international level, IACO—the International Association of Carer 
Organisations—was established in 2012 and is an umbrella network organisation 
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that brings together national non-governmental carers organisations from across the 
globe who work together to advocate for carers at an international level and in indi-
vidual countries. It currently consists of 15 members and 4 associate members from 
16 countries worldwide. The network relies on donations from members and spon-
sors and secures foundation and project grants for specific initiatives. The rationale 
for setting up IACO was the recognition by the founding members that once seen as 
a personal and private matter in family life, unpaid caring has become one of the 
most important social and economic policy issues worldwide. Thus, the overall aim 
of the international association is to foster international action for carers and to 
increase the awareness of the situation of caregivers and influence policy, pro-
grammes and services in individual countries. IACO members work collaboratively 
and independently to raise awareness of carers, identify and disseminate best prac-
tices and enhance carer well-being. IACO provides research, awareness and educa-
tion regarding family carers on a global scale. It also encourages and provides 
assistance to countries interested in developing carer organisations (https://interna-
tionalcarers.org). [Please note that the terms carer, caregiver, and family caregiver 
are used interchangeably by IACO members.] In 2021 it produced an online 
resource—the Global State of Caring which profiles carer policies and practices in 
18 countries [12].

An advocacy perspective is seen to be crucial to the growth of the carers 
movement(s) as it helps to ensure that the voices of carers and those of the people 
they care for are heard, so that the issues that matter most to them are actively 
addressed by the carers organisations and umbrella European and international net-
works. Taken together with evidence from rigorous research results, it helps to pro-
vide the impetus for more carer-friendly policies. In this way, advocacy, research 
and policy go “hand in hand” as the “mother” of the carers movement in the UK, 
Baroness Jill Pitkeathley has previously explained, the stories of carers are impor-
tant as together with reliable data on the numbers of carers and their situation they 
are the essential ingredients for “selling the message” to the media, decision mak-
ers, policy makers and governments and providing the necessary evidence for 
change/improvements in policies [13].

In more recent years, there has been a growing momentum for a more rights-
based perspective with regard to carers and their situation, similarly to the earlier 
disability rights movement. Luke Clements (2013) in a paper called “Does your 
carer take sugar” [14] highlighted the similarities in the struggles waged earlier by 
disabled people in the 1970s—which led to concrete international legal provisions 
some 30 years later—with those of carers, in challenging their social exclusion. He 
argued that we are witnessing a similar global trend in domestic legislation recog-
nising the rights of carers, largely as the result of an ageing population and govern-
ments reducing the public provision of social welfare support, causing carers, 
especially working carers, to be “stretched to breaking point”, hence necessitating 
some level of recognition and support for carers. At the same time, it is recognised 
that no matter how generous a welfare state is for people with health and care needs, 
this does not negate the necessity for carers to exist—which was traditionally a 
common argument in the Nordic countries with a prior history of a generous state 
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funded welfare state “from the cradle to the grave”. Clements argued that carers 
often have an innate sense of duty to care that can be taken to mean a human right 
to care that relates to the civil and political right “privacy/private life” and that being 
a carer should and will become a protected status for the purposes of non-
discrimination legislation, on the same basis as other protected statuses (such as 
disability). Indeed, non-discrimination legislation for working carers was recently 
reflected in the EU Work Life Balance directive that was ratified by Member States 
at the end of December 2021 (see EU policy section for more details).

3	� A Shift in the Policy Environment Concerning Carers

Carers organisations working with advocacy recognise that it is important to lobby 
for carer-friendly policies that both support and empower carers. Namely, to enable 
family members and friends to, as far as feasibly possible, make a choice as to 
whether to take on board a carer role and, if so, the type and extent of their caring 
activities. As well, for those carers who wish to care to receive support in their role 
so that they are able to live their life as they choose similarly to other citizens in 
society. Further, it is increasingly recognised that carer-friendly policies need to be 
widespread and cross-cutting across different government departments so that they 
not only solely focus on health and social care, but also on all spheres of life affect-
ing carers. For example, education given the impact of caring by children and 
youths on their ability to complete their basic education and also the opportunity 
for them to continue with further and higher education [15]. Also, on employment 
and pensions due to the negative impact of caring—especially high intensity car-
ing—on working carers’ ability to continue in paid work, leading to a substantial 
number having to reduce their working hours or leave the workforce altogether 
with an immediate effect on their financial situation and, in the long term, on their 
future pensions [16]. Thus, there is a need to work proactively and as widely as 
possible with a range of government departments. Currently, relatively few coun-
tries have managed to work so broadly, with the notable exception of several coun-
tries such as England [17], Scotland [18] and Australia [19]. In this regard, a 
cross-government plan as part of a proactive and comprehensive carers strategy 
that covers all dimensions of a carer’s experience has seen to be instrumental to 
their long-term, strategic goals.

Currently, to the best of our knowledge, and at the time of writing this chapter, 
there are six countries within Europe that have a comprehensive national carers 
strategy in place (that is, a holistic and coordinated set of measures in place): 
England [17], Scotland [18], Ireland [20], Norway [21], France [22] and Sweden [23].

Eurocarers’ [24] EU strategy to support and empower informal carers 
across Europe entitled “Enabling Carers to Care” is currently being used by a 
number of members of the network as part of their lobbying efforts with gov-
ernments and policy makers for a carers strategy in their own respective coun-
try (for example, in Finland and Portugal). The Strategy defines 10 core steps 
identified by Eurocarers network to implement a carer-friendly policy 
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environment that seeks to recognise, support and empower carers across 
Europe in a comprehensive and coherent manner. The aim of the strategy is to 
help policy makers (as well as all other stakeholders who can improve the 
lives of carers, in partnership with them, and who can influence the support 
provided to carers) acting at EU, national and regional level to consolidate 
existing but sometimes tokenistic approaches and to highlight new evidence-
informed initiatives in favour of carers’ rights. The Steps are closely intercon-
nected and are designed to be approached as part of a whole. The Strategy is 
premised on the assumption that people should have the right to choose freely 
whether they want to be a carer and to what extent they want to be involved in 
caring. As well, that people in need of care should have the right to choose 
who they wish to be their carers. Each of the 10 Steps with key arguments/
rationales and action points are summarised below. An Explanatory Note was 
also produced to accompany the Strategy which provides a more detailed 
rationale for and explanation of the Strategy.

3.1	� Step 1 Define and Acknowledge Carers

Step 1 emphasises the central role that carers play in the care of people with long-
term conditions and disabilities living in the community and as a result, to the econ-
omy of EU countries. It also highlights that decision makers often fail to meet 
carers’ needs and preferences because they use narrowly-focused definitions of 
informal care or definitions are entirely missing in relevant legislation.

A major point of action is for public authorities at international/EU, national and 
regional level to seek agreement on a clear and wide-ranging definition of informal 
care, such as the definition used by Eurocarers as follows:

A carer is a person who provides usually unpaid care to someone with a long-term illness, 
disability or other long-lasting health or care need, outside a professional or formal 
framework.

It is proposed that such a broad definition should serve to drive the implementa-
tion of more systematic and proactive approaches to consolidate carers’ existing 
legal rights and to set out principles for carer support.

3.2	� Step 2 Identify Your Carers

In Step 2 it is argued that despite a growing momentum around care and caring, 
carers still form a largely invisible and undervalued workforce in many European 
countries. It is acknowledged that when carers are identified early and fully sup-
ported, they are better able to continue in their caring roles and maintain a healthy 
lifestyle.

Actions points are that public authorities should seek to raise awareness about 
informal care and collect data about the number, typology, needs and preferences of 
carers through national census, surveys and self-identification tools.
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Further, as care professionals are in the forefront of carers’ support, measures 
should be put in place to inform them about informal care and to train them to iden-
tify, support and work in partnership with carers.

3.3	� Step 3 Assess the Needs of Your Carers

Step 3 emphasises that carers should have access to an assessment of the measures 
that could help make their life easier. In turn, it is argued that this will facilitate the 
development of a personalised set of support measures which, in turn, can help to 
improve their situation. It is acknowledged that carers organisations have a key role 
to play in this process by engaging carers in co-designing these assessment tools 
and by supporting the dissemination and uptake process.

Key action points include public authorities taking steps to develop and—when 
already in existence—improve the uptake and quality of carers assessment tools in 
order to personalise support plans to the actual needs of carers.

Second, public authorities should seek to identify, support and involve organisa-
tions representing carers in the design of carers assessment tools.

3.4	� Step 4 Support Multisectoral Partnerships for Integrated 
and Community-Based Care Services

Step 4 proposes that carers should be central to the planning, shaping and delivery 
of services both for people with care needs and with regard to support for them-
selves. It recommends that carers are approached as partners in care.

A key action point is that partnerships of relevant actors, including informal car-
ers, should be set up in order to ensure that care services respond to the needs of the 
community effectively and in a personalised and holistic manner.

3.5	� Step 5 Facilitate Carers’ Access to Information and Advice 
About Care, Caring and Care-Life Balance

In Step 5 it is recognised that carers often need to take on caregiving responsibilities 
without prior warning or planning. Many of them do not realise that they are carers 
and, when they do, they often struggle to access basic information about what it 
means to be a carer, benefits and entitlements, support services, employment, car-
ers’ breaks, training opportunities or the potential consequences for them and the 
person they care for.

Key action points for service provides include the development of one-stop shops 
for carers to access information about care, caring and the support measures avail-
able to provide quality care while maintaining a productive and healthy life. It is 
argued that Information and Communication Technology (ICT) based solutions and 
peer support initiatives offer significant potential in this respect and should there-
fore be encouraged and supported.
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3.6	� Step 6 Pay Attention to Carers’ Health and Prevent 
Negative Health Outcomes

Step 6 notes that carers frequently suffer poor physical and mental health outcomes 
as a result of their caregiving activities when not adequately supported. Therefore, 
early identification and support along with specific preventive measures are deemed 
essential to maintain carers’ health and well-being, prevent negative health out-
comes and avoid creating a vicious circle where carers themselves become unwell 
and require care themselves.

Key action points are firstly that care professionals should be informed about the 
health risks of informal care on carers themselves and health checks should be 
organised more systematically to assess carers’ health and well-being.

Second, it is acknowledged that health promotion, counselling and training offer 
great potential to prevent negative health outcomes among informal Carers. It is 
proposed that tailor-made resources on issues relating to physical/mental health and 
caring should be produced and actively promoted.

Third, access to emotional support through carers’ centres, condition-specific 
organisations or via primary care physicians or other primary care professionals 
should be supported.

3.7	� Step 7 Give Carers a Break

Step 7 highlights that respite care is often perceived as the most important and com-
mon form of support to alleviate caregiving burden and stress. Respite care can 
provide carers a break from usual caring duties for a short period or a longer time. 
It is acknowledged that without respite, carers may develop serious health and social 
risks due to the stress associated with continuous caregiving, and may also lack the 
time for essential personal and social needs or feel isolated.

Key action points include the development and enactment of policies that ensure 
ease of access to respite, for example via financial support to pay for such breaks, 
geographical proximity and sufficient availability and quality of respite services 
should be developed.

Also, local authorities/municipalities should actively provide and support access 
to short breaks which can be delivered in partnership with the voluntary sector and 
include respite within the home and elsewhere.

3.8	� Step 8 Provide Carers with Access to Training 
and Recognise Their Skills

In Step 8 it is acknowledged that carer training promotes carer confidence and 
enables carers to provide better quality care for longer and in better conditions for 
themselves and the person they care for. It notes that the preventive aspects of well-
trained and well-supported informal carers in avoiding or delaying hospital 
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admission and long-term institutional care are well documented. Further, by recog-
nising, developing and validating the numerous—sometimes highly technical—
skills gained by informal carers while performing their caregiving tasks also offers 
significant potential to improve the quality of life of carers and the care recipient, 
but also to contribute to the sustainability of our care systems and to the EU (female) 
employment objectives.

Key action points include investments in carer training in order to strengthen car-
ers’ skills, improve the quality of the care they provide, maximise their opportuni-
ties to maintain an active professional life and exercise their acquired talents beyond 
their caregiving situation. It is argued that the expertise developed by carer organ-
isations in the topic as well as the potential offered by ICT-based solutions are sig-
nificant and should be further explored.

Second, the possibility and added value of a certification process to apply to the 
competences developed by carers in the framework of their caregiving activities 
should be explored in order to value their skills and facilitate their adherence, (re-)
entry in the labour market.

3.9	� Step 9 Prevent Carers’ Poverty and Allow Them 
to Maintain an Active Professional/Educational Life

In Step 9 it is argued that taking on a caring role should not mean that people have 
to face financial hardship and social exclusion or give up work or education to care. 
Also, that carers who want and are able to study or work should be enabled to do so, 
and should not be discriminated against—they should be supported at school/uni-
versity and in the workplace to maintain their employment status. Further, carers 
should also have access to lifelong learning opportunities, further and higher educa-
tion and skills development in ways which take account of their caring responsibili-
ties. It is recognised that this is essential to avoid poverty and social exclusion and 
is also important in the light of the gender pay and pension gap in Europe and the 
EU objectives in the fields of education, employment and growth.

In addition to action point 8 above, further key action points for Step 9 include 
the further development and regulation of financial support to carers—through care 
allowances or cash benefits that can be passed on to them. The level of financial 
support should be adequate enough to prevent carers from falling into poverty.

Third, carer-friendly employment practices (e.g. flexible working hours, part-
time work, care leave, care brokerage, mental health in the workplace, etc.) should 
be actively encouraged and promoted. All relevant stakeholders (workers, employ-
ers, social partners and public authorities) should be involved in shaping and imple-
menting these legislative and practical measures.

Fourth, young carers should be identified as early as possible (via improved vigi-
lance and screening tools of professionals), their needs should be addressed and the 
needs of the whole family should be assessed. This requires good joint working 
between adult and children’s services. The educational sector should also be made 
aware of the impact of informal care on (young) carers’ ability to achieve educa-
tional attainment.
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3.10	� Step 10 Adopt the Carers’ Perspective in All 
Relevant Policies

In Step 10 it is recognised that the success of initiatives aiming to address the needs 
and preference of carers largely depends on the interplay between a broad set of 
health and social policies. It highlights the need for better strategic planning and col-
laborative working between a wide range of services to ensure the effective delivery 
of coordinated support measures that meet the multidimensional needs of carers.

Key action points include public authorities and stakeholders helping to ensure 
that this happens by supporting the implementation and achievement of the objec-
tives defined in this document and by considering the carers’ perspective in all pol-
icy developments that could potentially impact their daily life.

Second, civil society organisations are invited to use the Strategy document to 
emphasise the consequences of public policies on the daily lives of carers and to 
improve the accountability of policy makers for the impacts of their decision at all 
levels of policy making.

Having explained the Eurocarers strategy, we will now highlight the key policy 
hooks that the carers’ movement can use to help ensure that care is on the policy 
agenda. We begin at an international level before focusing on relevant policy hooks 
at European level.

Globally, the UN Sustainability Goals [25] act as the main policy instrument 
with regard to informal carers, care and caring. The 2030 Agenda for Sustainable 
Development, including 17 Sustainable Development Goals (SDGs) was adopted 
by all Member States of the United Nations, providing a roadmap towards sustain-
able prosperity, social inclusion and equality, while at the same time “preserving our 
planet and leaving no one behind”. The European Union contributed to the develop-
ment of the 2030 Agenda, and also committed to implement the SDGs in all its poli-
cies, whilst encouraging EU countries to do the same.

The EU Pillar of Social Rights [26] appears as a key step forward in this regard 
and acts as the major policy at EU level to have clear entry points for informal carers 
and caring. Proclaimed by EU institutions on the 17 November 2017 at the Social 
Summit for Fair Jobs and Growth in Gothenburg, Sweden, it is widely seen by civil 
society as a laudable attempt by the Commission to bring the social dimension of 
the union back on the EU policy agenda. It comprises a set of 20 principles under 
three headings: “equal opportunities and access to the labour market”, “fair working 
conditions”, and “social protection and inclusion”, supporting the EU’s efforts in 
delivering on the SDGs.

It was followed by a series of initiatives aimed at ensuring a concrete implementa-
tion of these principles, having an impact on the situation of carers. Importantly, a 
Directive on Work Life Balance was adopted in 2019 [27], establishing a right to a 
minimum of 5 days of leave per year per worker for caring purposes, and a right for 
carers to request flexible working arrangements. This Directive was welcomed as the 
first EU legislative instrument recognising informal carers. However, these new 
rights for parents and informal carers remain limited, and Member States retain sig-
nificant room for manoeuvre in implementing these rights by August 2022 [28, 29].
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The European Pillar of Social Rights Action Plan, adopted by the European 
Commission in the beginning of 2021 [30], sets out a number of EU actions that the 
Commission is committed to take during the current mandate, including an initia-
tive on long-term care. Eurocarers has been advocating for social rights of informal 
carers to be enhanced, in particular in the areas of pensions, adequate income and 
access to social protection, presenting positive initiatives already taken in some 
countries [31].

In view of the importance of the issues at stake and the difficulties encountered 
across EU countries in providing lifelong care, which have been exacerbated since 
the outburst of the Covid 19 pandemic, [4], Ursula Van der Leyen, President of the 
European Commission, in her state of the union address (September 2021) [32] 
announced an even broader policy initiative, covering not only long-term care pro-
vision, but also early childhood care and education. In order to support care profes-
sionals and informal carers, but also parents, the policy initiative will take the form 
of a “Care package” to be unveiled in the third quarter of 2022, comprising a 
Commission Communication on a European Care Strategy, a proposal for a Council 
Recommendation on Long-term care and a proposal for a Council Recommendation 
on the revision of the Barcelona targets on early childhood education and care.

In support of its approach, the European Commission states that our response to 
care needs is key to social cohesion, labour market participation and economic 
growth. The Commission recognises that “the scale of the current problems demands 
a focused and comprehensive approach at EU level”—“one which provides a 
response to and recognition of the societal and economic importance of care while 
proposing concrete supportive actions”. They also note the “increasing relevance of 
long-term care to the single market, as care providers and recipients take advantage 
of the freedom to move and to establish and provide services, including digitally 
enabled ones” [33]. Consultations are ongoing in preparation of the initiatives, but 
it is already expected that it will focus on accessibility, affordability and quality of 
long-term care, and address the issues of the care workforce, considering both care 
workers and informal carers under this heading. It is hoped that Member States will 
manage to agree on a common set of indicators in the area of long-term care, though 
the availability and comparability of data remain an issue [34].

Importantly, the announced care strategy appears also as a first action taken to 
address the ongoing demographic transition, following the publication in January 
2021 of a Green Paper on Ageing by the Commission [35], setting out the speed and 
scale of the demographic changes in our society, as well as the impact this has 
across EU policies, ranging from health promotion, and lifelong learning to strength-
ening health and care systems to cater for an older population, looking at the impact 
of ageing on citizens’ careers, well-being, pensions, social protection and 
productivity.

We recognise that the combination of a common vision and common objectives 
enshrined in a European Care Strategy, monitoring and mutual learning activities, 
has the potential to contribute to a better awareness of the issues at stake, broader 
debate, and policy commitment for better care across the life-cycle. Importantly, it 
can also help target EU financial support towards long-term care. The European 
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Recovery and Resilience Facility tool adopted in 2021 [36] puts a budget of up to 
672 billion euros at the disposal of Member States to support reforms and invest-
ments by the end of 2026. The implementation of this financial effort across Member 
States will be monitored through the annual “European Semester process”. This 
process serves as an important mechanism enabling the EU member countries to 
coordinate their fiscal, economic and social policies throughout the year and address 
the common challenges facing the EU. Every year, member states share information 
about the reforms they undertake or plan in order to contribute to European common 
fiscal, economic and social objectives. Building on a detailed analysis of each coun-
try’s situation by the European Commission’s services, Country Specific 
Recommendations are issued to guide member states’ efforts, and importantly how 
they use the European funding instruments at their disposal. In more recent years, 
the EU Semester has increasingly addressed issues related to health and long-
term care.

To date, long-term care has remained the “poor relation” in planned investments. 
However, it is expected that the adoption of the European Care Strategy will help 
member states seize the opportunity of the Recovery and Resilience Facility tool to 
initiate much needed reforms and investment in long-term care [37].

In addition to the initiative on long-term care within the Social Pillar Action plan, 
in March 2021, the Commission adopted the first comprehensive EU Strategy on the 
Rights of the Child [38], as well as a proposal for a Council Recommendation estab-
lishing a European Child Guarantee [39]. The Child Guarantee serves to provide 
guidance and tools to all member states in their efforts to support children in need. 
It acknowledges that reinforced and targeted support has to be put in place to ensure 
that all children have equal opportunities in enjoying their social rights.

As a result of the dissemination and exploitation work of a Eurocarers consor-
tium EU Horizon 2020 adolescent young carers research project, “ME-WE” (https://
me-we.eu), both the Child Guarantee itself and the Council Recommendation estab-
lishing the Guarantee explicitly recognise young carers as a group at risk of poverty 
and social exclusion that requires specific attention. The ME-WE project helped to 
raise awareness of adolescent young carers and the risks to their mental health and 
well-being arising from their caring responsibilities (https://me-we.eu). Previously, 
policy makers at EU level and at national level in many countries globally have 
largely been unaware of the situation of young carers and their needs for support to 
ensure that they thrive and enjoy the same rights regarding their health, education 
and opportunities in life as other children and young people.

It is worth noting that alongside the above-mentioned developments in the areas 
of social rights and long-term care, the situation of informal carers of people with 
cancer has gained visibility in the course of the development of European initiatives 
against cancer. The Europe’s Beating Cancer Plan adopted by the European 
Commission in 2021 [40] specifically recognises the essential role of informal car-
ers, “to support and provide care to cancer patients”, as well as the often-negative 
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impact of caring on the lives of carers in terms of their work-life balance, income, 
but also their physical and mental health and well-being, including the perpetuation 
of gender-related inequalities when it comes to care responsibilities.

The European Parliament has been usefully highlighting the role of informal can-
cer carers, and more particularly the European Parliament’s Special Committee on 
Beating Cancer (BECA), which was created in June 2020 and ended its mandate on 
23 December 2021. This committee organised an unprecedented consultation process 
through a series of public hearings. The European Parliament Resolution on 
“Strengthening Europe in the fight against cancer” adopted in January 2022 [41], calls 
for the recognition of informal cancer carers, including through their integration into 
health and care teams, their empowerment and the formalisation of informal care, 
which is argued in the Resolution to help ensure the recognition of a certain minimum 
standard of rights, especially for those carers who are providing long-term care.

Such a statement in favour of the recognition and support of informal carers is in 
line with the continuous work of the European Parliament Informal Carers Interest 
Group (previously outlined above), that brings together MEPs from different coun-
tries and political parties who are willing to support the development of carer-
friendly societies. The Group aims to critically monitor and analyse EU policy 
development for its impact on carers and to propose and advocate concrete actions 
in order to improve the day-to-day situation for Europe’s many carers, working in 
close partnership with relevant stakeholders.

Finally, last but by no means least, we highlight the importance of funding geared 
to research and life-long learning with the aim of strengthening the evidence base 
on informal carers, care and caring which in turn can contribute to evidence-based 
policy making and advocacy work in the area. In this regard, we recognise the 
importance of finding possible entry points with regard to operating grants, for 
example, at EU level within the current Horizon Europe funding in the area of 
Health and Culture, Creativity and Inclusive Societies (HE, 2021–22 Work pro-
gramme) [42]. As well, the Erasmus+ funding with a focus on education, training, 
youth and sport [43]. In the context of informal carers, relevant entry points include 
lifelong learning and validation of skills among informal carers, youth initiatives 
that may relate to the topic of young carers and exchange of and development of 
best practices for teaching and learning in the area of informal carers, care and car-
ing among European member states. Within the framework of European Cohesion 
Policy, specific funds target all regions and cities in the European Union in order to 
support job creation, business competitiveness, economic growth, sustainable 
development, and improve citizens’ quality of life. Two of these financial instru-
ments in particular, can also be instrumental in supporting informal carers. These 
comprise the European Regional Development Fund (ERDF), to invest in social and 
economic development and the European Social Fund Plus (ESF+) to support jobs 
and create a fair and socially inclusive society (https://ec.europa.eu/regional_pol-
icy/en/2021_2027/).
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4	� Conclusions

Our chapter has attempted to explain how an advocacy and policy perspective based 
on solid evidence is central to the support and empowerment of informal carers 
across the life course in countries across the world. We conclude with the following 
three take home messages:

	 (i)	 the importance of a strong carers movement globally to advocate for and with 
informal carers to ensure their voices are heard and that they remain, together 
with the people they care for, at the centre of polices, practices and research 
that concern them.

	(ii)	 the importance of widespread policies embedded in a comprehensive carers 
strategy that places carer recognition and rights at the centre and advocates for: 
(i) services for users and carers that are reliable, flexible, affordable and tech-
nology enabled, (ii) work-care reconciliation—workplace and life course flex-
ibility for employees, employers, labour force and (iii) adequate financial 
support measures to prevent financial hardship for carers.

	(iii)	 the importance of getting the right balance: formalisation should not go with 
instrumentalization. While carers welcome the steps taken towards better rec-
ognition and support, including through the possibility of a formalisation of 
their role, ensuring they have access to social rights, they should always have 
the opportunity to make an informed choice as to the care responsibility they 
are willing and able to take on board. Recognition of informal care should go 
together with further investment in formal care services, against the backdrop 
of comprehensive strategies centred around the value of care and ensuring 
access for all to quality long-term care.
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Health Behavioral Change Interventions 
in Caregivers: The Prolepsis Project

Andri Christou and Maria Christodoulou Fella

1	� Introduction

Many of the leading causes of death in developing and developed countries seem to 
be corelated with the human behaviors [1–3]. Behavior change communication is 
vital for increasing the enactment of behaviors known to promote health and growth 
[4]. Behaviors such as dietary physical activity tobacco and alcohol play a key role 
and can have substantial effects on population health outcomes [1, 5].

Health behavior encompasses many facets, and so behavioral interventions are 
broad as well. Such interventions have been targeted at behavioral risk factors (e.g., 
smoking, drug addiction [6] encouraging protective behaviors (e.g., health screen-
ing; [7, 8] e.g., adoption skin cancer protective behaviors, [9], enhancing adaptation 
to chronic and acute illness (e.g., following medical advice) [10] and improving the 
quality and efficiency of services by changing health professional behavior (e.g., 
hand hygiene compliance); [5, 11].

Historically, infectious diseases have been responsible for the greatest human 
death tolls in human history. For example, the bubonic plague killed approximately 
25% of the European population. Even in such conditions the human behavior 
played a vital role in the outcomes of the pandemic. Therefore, it is important how 
people like to perceive and respond to threats and risk during a pandemic by adjust-
ing their behavior accordingly [12].

Behavioral interventions are targeted to other factors, that are not classified as 
medical and genetic factors [13]. A simplistic form of intervention would be encour-
aging people to stop smoking (simple in the goals at least; smoking cessation is 
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quite complex to achieve). A more comprehensive intervention would make sure to 
target individuals with a variety of risk factors and encourage them to make several 
lifestyle changes, such as quitting smoking, eating fewer fatty foods, exercising 
more frequently, visiting physicians for hypertension screenings, and adhering to 
medication recommendations. As a matter of fact, behavioral changes are necessary 
for effective medical care and sustainable results over time. Rather than acting pas-
sively on individuals, the aim is to change the behavior of each individual toward 
more healthy practices.

The physical and emotional burden of caring for a functionally impaired person 
may adversely affect the preventive health behavior of the caregiver [6]. A caregiv-
er’s lifestyle, health behaviors, and use of preventive services are affected by the 
caregiving. Caregivers are significantly more likely than non-caregivers to not get 
enough rest, not exercise enough, forget about taking prescription medications, and 
not have time to recuperate from illness. Additionally, caregivers of ovarian cancer 
patients frequently fail to meet health guidelines and about half describe negative 
changes they have experienced as a result of caring for them [14]. Family members 
with chronic medical conditions, such as dementia, are primarily cared for by 
women [15]. Gender differences among caregivers have shown a considerable dis-
tinction with respect to physical and psychosocial health status [16]. Specifically, 
female caregivers report higher levels of depressive symptoms than their male coun-
terparts, and are at greater risk for clinical depression [17]. Moreover, compared to 
their male counterparts, female caregivers report worse physical health and more 
emotional distress as a result of caregiving [18, 19]. Family caregivers continue to 
face significant stress and burden when caring for someone they love [20–23]. 
Caregivers’ burden has been defined as a multidimensional aspect of physical, psy-
chological, emotional, social, financial, and social stressors associated with the 
caregiving experience. It has been hypothesized as an acute reaction to the addition 
of new demands on caregivers and the intensifying of existing ones [24].

2	� The Nature of Behavioral Interventions

Having a theoretical understanding of behavior change is necessary to maximize the 
potential efficacy of interventions. It includes the a priori assumptions about what 
human behavior is and what influences it, as well as the mechanisms of action (media-
tors) and moderators of change. As part of intervention design, evaluation, and evi-
dence synthesis, theories are advocated as integral components [4, 25, 26]. The 
advantage is that theory-based interventions can be used to test theories. As a result, 
more useful theories are developed, which assists in optimizing interventions [27–29].

There is a predictable pattern in behavior and in the way that behavior changes 
over the past century based on basic psychological research. The accumulated sci-
ence must therefore inform and guide interventions accordingly. It was found that 
there are a variety of theories covering a wide range of behaviors that can be applied 
to the design and evaluation of interventions that enhance public health and address 
issues including environmental sustainability and public safety [30].
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In the areas of health education, health promotion, patient education, and psy-
chotherapy, health behavior change interventions are considered complex interven-
tions. Behavioral interventions are interventions designed to change the way people 
behave regarding their health and well-being [31]. It is important to change patient 
behavior with behavioral interventions. There is a tendency to emphasize individual 
abilities and motivations as well as social factors with regard to public health 
interventions.

Women who take on the job of the informal caregiver, encounter additional hur-
dles when it comes to participating in health promotion activities like breast cancer 
screening. In contrast to non-carers, studies on carers’ health behaviors explicitly 
highlight the occurrence of worsened health behaviors such as missing healthcare 
appointments, eating a poor-quality diet, having restricted exercise time, and forget-
ting to take prescribed medications. Prolepsis (https://prolepsis.eu/) is an EU funded 
project which aimed the health promotion of breast cancer screening for informal 
care givers. In order to achieve this, a mobile phone application was developed, with 
tailored individual messages for informal caregivers, covering broad content areas, 
as a means to enhance preventive healthcare behavior of these carers. The Prolepsis 
Mobile Application is available to women who are informal caregivers, supporting 
the process of breast cancer awareness and healthy living. The success of the mobile 
application relies on its best utilization by the user.

3	� Health Belief Model

There is a plethora of divergent and overlapping theories in this context [27, 32]. 
The Prolepsis project has a very specific aim and target population and therefore it 
was necessary to identifying which theories were more likely to be relevant and use-
ful for the project.

According to Glanz and Bishop [26], a general trend in public health and behav-
ior change interventions is to put more emphasis on individual and interpersonal 
factors than broader social and environmental factors. Most often, the focus is on 
abilities and motivation (individual factors), but context (social and environmental 
factors) is much less common.

Health-related behavior change interventions that are based on adequate theories 
are typically more effective [4]. The Prolepsis project was based on the health belief 
model to mobilize the caregivers for their own health. Most theories applied to pub-
lic health interventions tend to emphasize individual capabilities and motivation, 
with limited reference to context and social factors [4, 33]. The Prolepsis project has 
created a digital application for mobile phones that, taking into account the special 
characteristics and data of the user, aims to mobilize for the adoption of preventive 
health behavior.

The behavior change approach promotes health through individual changes in 
lifestyle that are appropriate to people’s settings [33]. The assumption of the 
Prolepsis project is that, changing a person’s lifestyle can be achieved if they have a 
basic knowledge of health issues, adopt key attitudes, learn a set of skills and are 
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provided with appropriate resources and support. The simple logic which described 
by Bernier et al. [34] was adopted during the whole design of the prolepsis project, 
that some behaviors leads to ill-health, and so persuading people directly to change 
their behaviors must be the most efficient and effective way to reduce illness.

People do not resist change, but they do resist being changed [35, 36]. Knowing 
when and how to apply science to produce an outcome is the art of health promotion 
[35]. The interventions of the Prolepsis project are addressed to a specific target 
population. Specifically, to women who have the responsibility of caring for an 
individual in their family environment. In order to meet the special needs of this 
specific population, three focus groups were done by the three participating coun-
tries: Cyprus, Italy, and Portugal.

The following elements can be included to make behavior change and health 
promotion more effective and sustainable: a strong policy framework that creates a 
supportive environment  [35], an enablement of people to empower themselves to 
make healthy lifestyle decisions. Along the breast cancer prevention policies imple-
mented in the participating countries, the creation of the digital mobile application 
by the Prolepsis project aims to empower women caregivers to manage stressful 
situations. A way that this was achieved was through text messages reminders for 
the adoption of simple habits that have a significant contribution to maintain-
ing health.

4	� Behavior Change and Health Promotion

It is known that diseases are driven by a complex interaction of factors, specifically 
those that are affected by political, social, and economic factors [37]. Despite 
decades of recognition on the direct effects of poverty, unemployment, and housing 
on people’s health, these policy problems are often defined as behavioral risks such 
as physical inactivity. Work in health promotion that goes beyond the individual 
behavior model recognizes the importance of a broader determinants approach. The 
understanding of health policy agendas must, however, take into account the struc-
tural features of societies and the political nature of societies themselves [38].

Interventions to promote health that directly target behavioral risks can be effec-
tive at best but at worst can worsen societal inequalities. Due to their limited impact 
on broader conditions causing poor health, behavior change approaches do not have 
much bearing for vulnerable groups like migrants and low socioeconomic groups as 
well as indigenous groups. In order to effectively target a specific disease or behav-
ior, behavior change approaches need to be incorporated into a wider, comprehen-
sive policy framework rather than implemented as a single intervention [38, 39].

The behavior change approach promotes health through individual changes in 
lifestyle that are appropriate to people’s settings [13]. Prior to changing their life-
style, people first need to understand the basics of a particular health issue, adopt a 
set of attitudes, learn a set of skills, and gain access to appropriate services. It stands 
to reason that certain behaviors contribute to ill-health, and that convincing people 
to change their behavior directly would be the most effective and efficient method 
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of reducing illness. Decision makers are fond of this reasoning because it promises 
quantitative results in a short amount of time, deals with health problems that are 
usually prevalent, is relatively simple, and offers savings in healthcare services, 
especially for chronically ill individuals [13].

If the following factors are included, behavior change and health promotion can 
be made more successful and sustainable: a strong policy framework that generates 
a supportive environment [34] and the ability for people to empower themselves to 
make healthy lifestyle decisions. Health promotion programs are frequently reliant 
on the engagement of persons who are specifically targeted. People also want to 
participate, and if they are appropriately engaged and share a common interest in the 
program, they will do so in huge numbers. Successful participation should be con-
gratulated. The most successful empowerment programs, in terms of behavior 
change, are those where people with mutual interests coexist within the same group 
[40]. Kalantar-Zadeh et  al. state that chronic kidney disease is associated with a 
troublesome daily life for patients and their care-partners [41]. Therefore, empow-
ering patients and their caregivers, which may include family members or friends 
involved in their care, may help minimize the burden and consequences of the dis-
ease on daily life.

When interacting with the stressful and demanding environment of providing 
care for the sick or disabled, caregivers should adopt health promotion behaviors to 
maintain their own health. A study on the factors affecting health promotion behav-
iors in caregivers caring for dementia patients, revealed the complexity and the 
diversity of those behaviors. Influencing factors that have been identified as part of 
the study included age, gender of the caregiver, his/her educational level, the finan-
cial situation, and family members with dementia and their relationships. In order to 
improve health promotion behavior among caregivers caring for elderly relatives 
suffering from dementia, they concluded that strategic tailored care plans were the 
most effective approach [42]. Further research is required to assess health promo-
tion behaviors for caregivers of various conditions whether chronic or short-term 
approaches are the most suitable in order to provide appropriate health promotion 
solutions.

Persons who provide unpaid assistance or supervision with activities of daily 
living (ADLs) to someone who is incapable of handling these tasks due to cognitive, 
physical, or psychological impairments are known as informal caregivers (ICGs) 
[43]. In this context, the stress (e.g., deriving from the responsibility of assuming 
the role as well as its complexity) of caring for someone with a chronic disease may 
also contribute to the lack of health knowledge, health behaviors, and screening 
adherence among informal caregivers. Consistently, researchers have found that 
informal caregivers are less likely to practice health-promoting behaviors compared 
to non-caregivers [13, 44, 45]. Other studies have shown a significant association 
between caregiving level and inadequate exercise and health promotion practices 
[46–48]. Because of their demanding role that in many cases requires significant 
changes in their lives (e.g., changes of roles, balancing the tasks of their own family 
to those of the care recipient), caregivers do not always have time for preventive 
care. The majority of caregivers of adults with significant caregiving requirements 
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couldn’t leave the care recipient alone and had to schedule their time around the 
recipients’ daily activities significantly limiting their own free time [13, 45, 49]. 
Even the seemingly limited provision of caregiving can have a significant impact on 
the person who delivers the care. Therefore, studies [46–48] have demonstrated a 
link between low levels of caring and insufficient exercise and health-
promoting habits.

Self-management and self-efficacy have been shown to increase people’s moti-
vation and confidence in their own abilities, knowledge, experience, and satisfaction 
[50]. Interventions aimed at increasing ICGs’ self-efficacy have been proven to be 
effective and more sustainable over time [51, 52]. Supporting people’s self-
management also helps them to engage in healthier habits and make overall behav-
ioral changes [53]. Several facilitators have been identified in studies on the topic 
that have been demonstrated to support higher mammography use in women. 
Perceived benefits of mammography, self-efficacy, and susceptibility to breast can-
cer [54, 55] are among the reasons that were highlighted.

Limited health literacy has been linked to a reduction in the use of preventive 
services across cultures and populations [56–58], and women with poor self-
reported health literacy were less likely to have a mammogram in the previous 2 
years [59]. Furthermore, low health literacy has been associated to an increased risk 
of cancer and presenting to cancer care systems at later stages of the disease [53]. 
The significance of health literacy has been acknowledged early on as a potent game 
changer in promoting preventive practices among women. Explicitly, findings from 
a variety of studies suggest that health literacy-focused treatments can change wom-
en’s attitudes toward breast cancer screening [60–63]. For example, early breast 
cancer screening using technology-based interventions is possible and cost-effective 
[64, 65]. However, the potential of health literacy supportive interventions can be 
effective in other cancer diagnoses and population groups. In a two-arm multicen-
tric randomized controlled cluster trial, a combined health literacy intervention 
(health literacy and CRC training + brochure and video) was able to reduce dispari-
ties in CRC screening, increase screening rates among the most vulnerable popula-
tions, and increase knowledge and activation (beneficial in the context of repeated 
screening) [66]. In the same context of colorectal cancer, a multilevel two-arm inter-
vention trial compared the efficacy of two interventions (C-CARES (education+FIT) 
or C-CARES Plus (C-CARES+personalized coaching [for those not completing 
FIT within 90 days]) to promote CRC screening (CRCS) with fecal immunochemi-
cal test (FIT). Both interventions included low literacy education materials in either 
English or Spanish plus provision of a FIT and were successful in promoting FIT 
uptake among patients. The overall initial screening rate of 69% in this study far 
exceeds the prevailing UDS rates of the clinics, thus supporting potential utility of 
these strategies [67].

In the early stages of breast cancer [68], caregiving has been identified as a criti-
cal factor that can lead to low usage of healthcare services. As ICGs get older, they 
may be less likely to meet their own health needs, have higher levels of allostatic 
load, and have higher rates of death and morbidity [69]. In comparison to non-
caregivers, studies have found that ICGs exhibit worse health practices, such as 
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missing their own doctor’s appointments and refusing cancer screening tests [38, 
70, 71]. Data from a variety of studies suggests that health literacy-focused treat-
ments can change women’s attitudes toward breast cancer screening [60–63]. As 
discussed earlier, interventions either based on technology or low-tech interventions 
can be viable, feasible to integrate in daily practice and provide benefits. The stress 
of caregiving raises concerns about women’s health, especially BC screening and 
overall preventative practices, because nearly two-thirds of ICGs over 50 are women 
[72]. One such example is an EU funded project set up in order to identify the need 
for specific health literacy interventions. The Prolepsis project explored ICGs’ 
knowledge and perceptions regarding BC early detection practices as well as the 
healthcare professionals’ (HCPs’) perceptions regarding ICGs. Understanding the 
perspectives of informal caregivers and healthcare professionals can highlight the 
areas of concern that can pose a threat to appropriate BC early detection as well as 
prevention practices.

Health problems are common among caregivers such as indigestion issues, neu-
ralgia, low mood, sleep disturbances, headaches, anxiety and fatigue and fear of 
dementia [73]. The World Health Organization has promoted an action plan for the 
health of caregivers of people with dementia. Dua et al. [74] stress the fact that it is 
vital to supporting informal caregivers’ health promotion by means which involve 
activities that influence their health and empowerment [54]. However, as studies 
demonstrate, it is not an easy task for the family caregivers to attend to their own 
health, as they generally don’t have enough time to devote to their own health. This 
is because they turn much of their attention to their loved one which results in the 
draining of most of their energy [75].

The caregiver’s ability to attend to his or her own health needs is rarely the focus 
in studies examining caregiver stress and burden. Caregivers are burdened in many 
ways, including the daily number and complexity of tasks and lack of opportunities 
for social contact (e.g., limited communication and visits to family members and 
friends, lack of opportunities to attend social gatherings outside their living space). 
Informal caregivers such as family members are taking over the responsibility of 
doing highly technical tasks traditionally done by healthcare professionals. For this 
reason, caregivers providing home healthcare should have access to on-demand 
information that can facilitate their caregiving role. They should be able to request 
assistance through a variety of available means and portals so that they can become 
more knowledgeable medically both for their own health promotion and become 
more confident in the care they provide to their loved one [76, 77]. One-to-one con-
sultations with medical and other healthcare professionals have been used effec-
tively as a way to achieve health promotion. However, recent advances in technology 
and e-health promotion include the use of digital tools, such as the use of mobile 
apps and specialized online platforms, to help caregivers manage their duties and 
promote their personal (physical and mental) health [78–80].

Behavioral models are intended to assist researchers in better understanding 
behavior and attempting to explain why people behave in certain ways choosing to 
adopt or to reject certain practices. Theories of change, on the other hand, try to 
explain how people’s behavior changes over time. Personal elements are those that 
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are unique to the individual, such as their level of knowledge or their confidence in 
their capacity to change their habits and behavior [81]. There are several such model 
examples, based on theories of change, that have been used for a range of conditions 
including long-term and short-term.

For example, there are a variety of strategies and ways to health promotion that 
encourage and educate the public about Type 2 diabetes and the primary benefits of the 
prevention of the disease. This model depicts the desire of an individual to avoid sick-
ness, as well as the idea that illness can be prevented and cured and it relies on people’s 
sentiments of vulnerability to protect themselves from illness vary greatly.

The education approach is another way to health promotion. It is one of the most 
important components of overall patient care in the community. A health education 
program should empower people to make informed decisions, rather than simply 
comply with predetermined health goals [82]. For example, educating diabetes 
patients has been proven to motivate them and strengthen their ability to manage 
their illness [83, 84]. A meta-analysis conducted in order to assess the effects of 
health education for caregivers on the oral health condition of the elderly has proven 
that this approach may be effective for improving the oral health of the elderly [85]. 
The provision of education from the professional to the community members and 
caregivers represents the beginning of a lifelong self-care process [86].

Another approach to health promotion is that of effective communication. There 
is a wide range of communication channels available to disseminate specific infor-
mation on health issues and these range from basic face-to-face conversations to 
telecommunications channels such as phones or e-mails, to digital channels such as 
phone applications and specialized online platforms (e-health literacy). An example 
is that of the eLILY e-course, funded by the EU, created and delivered by profes-
sionals in order to train caregivers of older people and people with dementia [82]. 
eLILY was developed in order to identify and understand people with low health 
literacy. To assist health service users in coping with health problems by empower-
ing them and increasing their self-efficacy. To increase nurses’ and other health 
professionals’ eHealth literacy [87].

The most extensively utilized theory in health education and promotion is the 
Health Belief Model (HBM). This paradigm was created by social psychologists 
working for the US Public Health Service in the 1950s. Since then, the HBM has 
been tweaked to fit a variety of situations in order to investigate a number of long- 
and short-term health behaviors. Individual behavior, according to the HBM, is 
influenced by a variety of beliefs about risks to one’s well-being, as well as the 
effectiveness and results of specific actions or behaviors [78, 88]. It is important to 
note that family caregivers’ medical information seeking behavior can have an 
impact on both their health and that of their cancer patients [89].

5	� eHealth Literacy

Health technology advances have increased in the past two decades, providing edu-
cators and healthcare professionals with the opportunity to make them as accessible 
as possible to groups with vulnerability. It would be beneficial to provide caregivers 
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with access to web-based services, as caregivers face the consequences of caregiv-
ing, such as anxiety, depression, guilt, higher use of antidepressants, and an 
increased risk of infection more than the general population. Support services by 
way of the web may include training platforms, disease-specific websites, forums, 
social networks and other interactive online services, telehealth, telemedicine, and 
mobile applications. These services are offered and demanded in different ways 
across European nations, influenced by the people’s digital skills and attitudes 
toward technology. Both health literacy (HL) and e-health literacy (eHL) provide 
caregivers with the ability to search, assess, and apply health-related information 
from a variety of sources (e.g., friends, family, neighbors, health professionals, the 
internet) [90–92].

Over the past few decades, distance self-education for health has become wide-
spread due to the proliferation of patient information websites [90–92]. Providers 
can use this method to provide patients with an “information prescription” about 
their condition and how to manage it [93]. In addition, remote educational interven-
tions may require less time of providers (in comparison with traditional methods of 
face-to-face learning) if they are automated very well [94].

6	� The Prolepsis Project: An Example 
of a HBM Intervention

The promotion of alternative, technology-enhanced tools could facilitate the 
empowerment of caregivers in changing interventions. The importance of health 
literacy on health outcomes, within the context discussed in this chapter, has led to 
a study exploring the knowledge and attitudes of informal caregivers. The study that 
is presented below was part of the Prolepsis project (Co-Funded by the Erasmus+ 
Programme of the European Union), which was based on the principles of the HBM 
(https://prolepsis.eu/). The HBM strategy was used in this project because this 
model acknowledges and addresses the social context in which health behaviors 
take place, while focusing on the individual. Health belief models guide or influence 
interventions aimed at enhancing knowledge of health challenges, enhancing per-
ceptions of personal risk, encouraging actions to reduce or eliminate that risk, and 
promoting a sense of self-efficacy required for outcome changes. The end-product 
of this project was the creation of a mobile application developed in a co-designed 
approach. The philosophy of the creation of this mobile application is to provide 
caregivers the carefully selected and personalized (i.e., tailored to the person’s 
needs) information for the adoption and maintenance of health behavior in relation 
to breast health. Prolepsis aimed to develop a mobile phone-based health interven-
tion, through the creation of an Application (App) for tablets and smartphones, to 
enhance preventive healthcare behavior among informal caregivers. This included 
tailoring individual messages across broad content areas while bypassing restric-
tions on where and when messages should be delivered.

Project consortium members believed that providing health information and 
teaching skills in a text-based format is most effective for helping people with high 
levels of health literacy. Additionally, participants may benefit from receiving 
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straightforward written information accompanied by graphics and audio narration. 
As part of the Prolepsis project, participants receive health information aimed at 
enhancing their ability to adopt preventive measures against breast cancer and be 
able to timely diagnose it. The Prolepsis project defines precision health informa-
tion as providing patients with the information they need, when they need it, in a 
format that they can understand and use.

The study objectives were to investigate the knowledge and perceptions of ICGs, 
including educational and training opportunities or barriers, regarding BC early 
detection practices, and the HCPs’ perceptions about ICGs to determine the need 
for specific health literacy interventions.

In order to meet these objectives, a qualitative focus group study was imple-
mented. The focus groups offered the ideal means to retrieve caregivers’ perspec-
tives on the needs, attitudes, knowledge, beliefs, and perceptions of breast cancer 
prevention. A health promotion program’s success often depends on the participa-
tion of the targeted population. The researchers decided to utilize this method for 
obtaining the research data as the researchers believe that through this method the 
data could be obtained in a more appropriate environment because it allows an open 
discussion with the participants and between the participants themselves (this also 
allowed the sharing of personal experiences of the barriers and enables of health 
promotion practices). As described in the previous section, people with mutual 
interests coexist within the same group of empowerment programs, behavior change 
is more likely to be successful. The participants in the focus groups were motivated 
to express their feelings, ideas, agreements, or disagreements. Furthermore, group 
discussions stimulated memories for the participants, which facilitated the exchange 
of views and opinions, leading to a more in-depth study of the research topic. The 
recruited participants consisted of female caregivers, over 55 years old, which have 
been diagnosed with a chronic disease (for example cancer, dementia, myopathy) 
and healthcare professional and experts on breast cancer with working experience 
of two or more years. Both groups were recruited from three European countries 
(Cyprus, Italy, and Portugal) according to the above-predetermined criteria. Each 
country recruited a person in order to regulate the focus groups. These persons were 
healthcare professionals with expertise in health promotion issues and had previous 
experience in focus group regulation. Local language was used for the discussions 
to maximize the sharing of the perspectives within the group.

The study results showed that caregivers are fully informed about breast cancer 
in general and understand routine screening’s benefits. Understanding their health 
literacy needs is important for the implementation of an intervention that is based on 
the education approach as a way to health promotion. Women are more likely to 
maintain breast cancer screening habits if they are familiar with the disease and 
receive specific advice and encouragement from their doctors and nurses. Papadakos 
et al.’s [53] systematic review of 17 articles referring to health literacy related to 
cancer, report that there were several significant self-management behaviors and 
related outcomes that were associated with health literacy, which included cancer 
screening, chemotherapy, and postoperative complications. The authors concluded 
that these are associated with significant self-management behaviors and that 
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inadequate health literacy among individuals has significant implications on the 
healthcare system.

Consequently, women take precautions against breast cancer because they 
believe they are susceptible to it. The Health Believe Model indicates that women’s 
perceptions of breast cancer based on their knowledge of the disease can predict 
their engagement with mammography and ultrasound [95–97].

Caregivers understood the value of screening and were fully informed about 
breast cancer in general. When women had personal or familiar experience with 
breast cancer and when their doctors provided specific advice and encouraging 
words, they were more likely to comply with the recommended screening methods. 
According to Hassan et al. [98], similar findings were found. The reason for this 
behavior is that women may perceive themselves as susceptible to breast cancer so 
they take action to prevent it. According to the Health Believe Model, women’s 
perceptions of breast cancer are predictive of their engagement in mammography 
and ultrasound [95–97].

The Prolepsis study also found that women who are at increased risk for develop-
ing breast cancer or who have a prior history of breast cancer do not incorporate 
breast cancer screening into their daily routines. Perhaps this is due to the fact that 
caregivers consider this procedure time-consuming, and also feel unprepared for 
successfully completing this procedure. It is consistent in the relevant literature that 
most women are unaware of how to perform breast self-examination appropriately, 
highlighting the lack of promotion and education regarding breast self-examination 
among women [99–103].

The Prolepsis app1 aims to educate and enhance caregivers to be able to control 
disease through changing their lifestyles and living practices. (More information on 
this and for downloading the app, can be found at https://prolepsis.eu/documents/). 
Modifying their lifestyle habits, self-monitoring, self-assessment, and enforcing 
positive behaviors, as well as inviting them to use preventive breast cancer services, 
are among these. The development of a mobile application for informal caregivers 
supports self-care and behavior change in illness prevention, based on the character-
istics, needs, and preferences of each caregiver. A handbook was also developed that 
describes how the app can be used in health literacy reinforcement programs target-
ing not only informal caregivers, but women in general. As an e-book, the handbook 
presents practical suggestions and guidelines for both target groups.

The educational materials were developed based on the results of the focus group 
in accordance with the HBM model. The educational material aimed to increase 
female carers’ awareness on breast cancer symptoms, on screening exams (i.e., 
mammography) and to promote a culture on preventive behavior practices, such as 
exercise, healthy diet, and stress management techniques.

All training modules are guided by the premise of increasing perceived sensitiv-
ity and seriousness about the threat of breast cancer, as well as the carers’ under-
standing of the barriers which prevent them from implementing breast cancer 

1 The Prolepsis App can be downloaded here https://play.google.com/store/apps/details?id=eu.sin-
gularlogic.prolepsis&hl=en&gl=US
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preventative behaviors. These constructs, in turn, may aid women in strengthening 
their capacity and instilling positive views about preventative behaviors such as 
breast self-examination, clinical breast examination, and mammography. The edu-
cational material was created in multiple stages (conception, peer review, transla-
tion) and required 8 months to complete. Initially, the training modules were created 
by studying reputable and trustworthy sources from which to compile the informa-
tion. The pedagogical material covers a variety of intervention areas, including:

•	 Information on Breast Cancer: the theory and definition of Breast Cancer, the 
risk factors, epidemiology, and prevention methods.

•	 Preventive lifestyle: implementation and modifications of lifestyle habits in order 
to prevent breast cancer (e.g., healthy diet and exercise, psychological well-
being, stress management, meditation).

•	 Self-monitoring: self-monitoring methods of the caregiver’s own health, benefits 
of regular mammography.

•	 Self-efficacy: managing feelings of tension prior to mammography screening 
reduce anxiety-related screening methods. The mobile app will provide informa-
tion to carers about practical steps that can be taken to maintain breast self-
examination habits and incorporates a reminder system (based on the user’s 
personalized preferences) whereby the app sends notifications to women carers 
about their next scheduled screening test.

The educational material created is reinforced via the app and by healthcare pro-
fessionals through training seminars. The Prolepsis project creators firmly support 
the education approach as an important mode of health change promotion and as 
one of the most important components of overall patient care in the community. The 
seminars offered the opportunity to caregivers to download the app and try it out. 
The implementors of this program used these training seminars as a pilot study in 
order to evaluate the usefulness and the effectiveness of the app. The aim of the 
Prolepsis training was to build an educational program (and eventually an e-health 
program) which enables participants to increase their knowledge on breast cancer 
and understand the importance of prevention. Furthermore, it aimed to promote 
health change behaviors according to the HBM method by providing them with the 
skills to self-manage their own health monitoring. The overall effect is to encourage 
caregivers through a change of behavior to be vigilant about breast cancer preven-
tion and thus lead to an early detection of breast cancer.

Pop-up messages were incorporated in the app as a form of reinforcement of 
health change. The purpose of the pop-up messages is to encourage self-care such 
as healthy nutrition, physical exercise, meditation, relaxation exercises, and send 
reminders to caregivers about their next screening appointment.

Effective communication is another mode of healthcare promotion. The use of 
the app also creates a supportive environment through communication via a chat 
feature that enables caregivers and professionals, family and friends, to engage with 
each other, offering the opportunity of mutual support (though the formation of 
selective supportive groups). As previously mentioned in this chapter, the most 
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successful empowerment programs which promote behavior change, are those 
where people with mutual interests coexist within the same group.

The above was incorporated in the Prolepsis app aiming to continue the rein-
forcement of the inventions, based on the HBM method and the results of the study, 
through e-learning, based on various modes of health promotion—education, effec-
tive communication, and a strong policy framework that creates a supportive envi-
ronment. Prolepsis aims to continue to promote health change via the app for the 
early detection of breast cancer.

7	� Apps in Health Literacy Programs

Approximately 100 million people worldwide live in extreme poverty and 50% are 
unable to access essential healthcare services due to out-of-pocket health expenses. 
Mobile technologies are essential for developing sustainable health systems and 
promoting health literacy programs. As 80% of the population in developing coun-
tries owns a mobile phone, mobile technology can help reach them [104]. A smart-
phone with notable advanced technology can be useful to support behavior 
change [105].

In order to increase preventive healthcare in informal caregiver populations, 
Prolepsis developed a mobile phone-based health intervention. It is likely to provide 
low-cost and successful methods of reaching out to hard-to-reach people with cus-
tomized individual communications spanning a wide range of topics, while also 
overcoming delivery constraints such as location and time [106]. In the sphere of 
health behavior change, the emerging eHealth and mHealth fields have already 
proven to be beneficial [107].

“The ability of individuals to find, understand, and use information and services 
to inform health-related decisions and actions for themselves and others” is defined 
as “the degree to which individuals have the ability to find, understand, and use 
information and services to inform health-related decisions and actions for them-
selves and others” [108]. This is an important component in health outcomes 
because it affects patients’ ability to manage their relationships with healthcare 
systems [94].

Studies show that low health literacy is linked to poor health outcomes, such as 
an increased risk of death  [109], difficulty finding, understanding, and acting on 
health-related information [110], cancer screening adherence [111], and influencing 
cancer patients’ behaviors and healthcare service use [111, 112].

The intervention of mHealth interventions is a promising mean of empowering 
people; experts and locals dealing with preventable health risks related to chronic 
diseases; allowing people to be actively engaged in the prevention of chronic condi-
tions, providing feedback on the quality of health and care, facilitate early detection 
of symptoms and thus timely treatment. This will potentially lead to an improve-
ment in health behavior [113].

Having developed this application, the entire philosophy was to provide infor-
mal caregivers with carefully selected information for their adoption and 
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maintenance of health behaviors related to breast health. Additionally, it guides 
users through the right steps for early detection of breast cancer and promotes 
breast health. An important objective of this mobile application is to provide care-
givers with well-selected information so they are not overwhelmed or confused by 
the abundance of free information available online. Based on this study, the barri-
ers that affected the behavior of ICGs in regard to early screening might have 
arisen from the misconception women hold about the diagnosis of BC. Thus, pro-
viding health literacy programs designed to address BC, including BSE screening, 
could reduce concerns and motivate individuals to practice BSE on a systematic 
basis [60–62]. By promoting alternative, technology-enhanced tools, women may 
be empowered on this basis [65, 114].

8	� Conclusion

Caregivers are a vital and resourceful member of the society. Commitment of caring 
for a close member can pose as a deterrent to adopting preventive health behaviors 
because they may feel guilty about taking time for themselves and for their own 
screening, or they don’t have time so they go to the doctor only when absolutely 
necessary. Modifying behavior is complex and challenging but at the same time it 
has the greatest prospect for adopting healthier behaviours by informal caregivers. 
The health belief model can be used as a theoretical framework to guide the process 
of modifying behavior. The Prolepsis example is a completed program which was 
developed based on this theoretical model to promote and encourage the adoption 
of preventive healthcare behavior among caregivers and other groups of women, by 
providing information, education, effective communication ways, empowerment 
programs, mutual support and encouraging lifestyle change, which can have an 
impact in preventing the onset of serious healthcare conditions.
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Andreas Charalambous 

1	� Introduction

Even with modest projections, it is anticipated that healthcare challenges such as the 
ageing population, higher rates of chronic diseases (e.g. cancer, dementia), widen-
ing inequality gaps and resource constraints will intensify in the years to come. 
These challenges are complemented by the reforms across health systems towards a 
wider home-based care approach as well as the socialisation and extramuralisation 
of care. These will in turn increase the significance of informal caregiving in main-
taining sustainable as well as resilient health systems. Informal caregiving ranges 
from assistance with daily activities and provision of direct care to helping the care 
recipient to navigate within complex healthcare and social services systems. Over 
the years, informal caregivers have assumed more intensive, complex and longer 
lasting tasks compared to the past, and caregivers rarely receive adequate prepara-
tion for their role. This has increased the likelihood that these informal caregivers 
will experience at some point the negative effects of caregiving with varying levels 
of impact on their lives.

Although, specific estimates are sensitive to the usual uncertainties of making 
projections, it has been predicted that demand for informal care by older people will 
exceed supply and by 2060 there will be a deficit of approximately 20,000 caregivers 
in the Netherlands, 400,000 in Germany, and over a million caregivers in Spain [1, 
2]. It is expected that the number of available informal caregivers per 85-year-old 
person will decrease from 30 in 1975 and 15 in 2015, to 6 in 2040 [3, 4]. Therefore 
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the “care gap” is expected to reach significantly high levels especially in the coun-
tries where there is heavy reliance on informal care in the long-term care systems.

The invisibility of the contribution made by informal caregivers, and the burden 
they carry, may seem surprising given the sheer number of people who play this 
role. Several reports estimate [5, 6] that a percentage ranging from 60% to 80% of 
long-term care in Europe is provided by informal caregivers. In other words, patients 
with chronic support needs receive 4 hours of support from informal caregivers, on 
average, for every 1 hour provided within the formal service. People with cancer 
may have especially high needs for support, because it is a particularly stressful 
diagnosis, it impacts on so many aspects of life, and treatments are often long, toxic 
and demand multiple hospital visits [7, 8]. It is challenging for informal caregivers 
to cover short-term care needs for a family member, neighbour or friend. It becomes 
even more demanding the longer this activity has to be performed, especially when 
informal caregivers might themselves be of advanced age and care recipients them-
selves. The absence of a legal framework in place in the member states to provide 
recourse and support to Europe’s more than 100 million informal caregivers compli-
cates the role of the caregivers even more.

2	� The “Invisible” or “Hidden” Role of Informal Caregivers

Although evidence show that a great part of the care needs is covered by informal 
caregivers, they are often called the “invisible workforce” in long-term care systems 
as they are rarely registered or counted, and their status as informal care provider is 
often not formally recognised. There appears to be several fundamental ambiguities 
in relation to the positioning of caregivers within the social care system. Whilst in 
some senses are considered to be within its remit, part of the subject of its concern 
and responsibility, and yet are at the same time beyond its remit, part of the taken-for-
granted background to provision of care. Furthermore, caregivers are considered to 
have an “off-centre” character, considering that their outcomes are in a sense only 
“by-products” of the care system and not its main focus [9]. Due to this consideration 
as “by-products” of the long-term care system [9], informal caregivers and their 
needs had long been ignored by policy-makers [5, 10, 11]. These ambiguities resulted 
in the lack of a single and straightforward model to guide social care agencies’ rela-
tionship to informal caregivers, often relying on different models, or rather, frames of 
reference. Each of these different frames of reference conceptualises the subject dif-
ferently, and each has different implications for policy and for intervention [9].

A clear definition of informal care and of the status of informal carers at national 
level is an important step in acknowledging the unpaid contribution by informal 
carers as it forms the basis of formal entitlements relating to financial support, 
employment regulations and respite care services. Informal care provision and the 
situation of unpaid carers need to be better understood to provide the support needed 
in a timely manner. Research, awareness raising and education on informal care 
among the general public and health and social care professionals can contribute to 
a greater acknowledgement of informal carers as co-producers of social services.

A. Charalambous



213

3	� Models of Informal Caregivers’ Involvement in Care: Not 
All Models Were Created Equal

As discussed in previous chapters the contribution of informal caregivers to care 
and their collaboration with formal caregivers is significant and it includes a broad 
area of tasks and responsibilities. Preceding studies have provided specific frames 
of reference that can guide the collaboration of informal care with formal care, 
including: caregivers as resources, caregivers as co-workers and caregivers as 
co-clients.

In the “caregivers as resources” model, it is evident that formal and informal care 
are not of equal normative status. Twigg [9] argues that due to this different norma-
tive status, although in theory there can be substitution between the two forms of 
provision, such substitution is in fact quite narrowly constrained by normative 
assumptions that give preference to informal caregiving provision. This implies, in 
terms of informal caregivers, the adoption of an essentially residualist model in 
which the formal healthcare providers respond to the deficiencies of the care net-
work aiming at care maximisation. This can be achieved through the better under-
standing of the nature of the informal caregiver, to appreciate its character and to 
understand its structure, both in its potentialities and its limitations. Twigg [9] 
asserts that within this resource frame of reference, the main task from a policy and 
clinical perspective is focused on the maintenance and marginal increase of levels 
of informal support.

The second model of collaboration is that of carers as co-workers whereby for-
mal healthcare providers work in parallel with the informal caregivers, aiming at a 
cooperative and enabling role. When it comes to the implications for policy and 
practice, the aim in this co-worker model is to maintain and enable informal care, 
but in ways that recognise the importance, particularly the instrumental importance, 
of carer morale [9].

In the third model, that of “carers as co-clients”, the informal caregiver moves 
over into the realm of formal healthcare providers, with caregivers become fully 
integrated into the concerns of the formal healthcare providers. This model signifies 
a distinct difference with the other two models where informal caregivers were 
regarded them as resources to be exploited or workers to be co-opted [9]. Within this 
framework, from a policy and practice implication, the aim of intervention is the 
relief of caregiver burden.

Subsequent studies on the relationship between informal and formal network 
care services have provided two distinct models to elicit the better understanding of 
such interaction [12]. According to the dual specialisation model, a coordinated 
interaction between informal and formal networks is suggested when each assumes 
varying responsibilities according to their capacity [13]. Informal caregivers are 
considered suitable to address the unplanned and unscheduled needs, whereas for-
mal network expertise is used to provide scheduled and structured care service. The 
supplemental model considers a supplementary relationship between informal and 
formal networks where the availability of a formal network can complement any 
deficiencies of an informal network to meet the needs of a care recipient [13].
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The models discussed above provide an overview of the different ways that 
informal and formal care can coexist. However, the type of this coexistence (i.e. 
substitute or complementary) will depend on the exact purpose of using it as 
well as the context where it will be implemented. In traditional societies for 
example, informal care mainly comes from within the family. Parents have 
strong motivations to raise children and to care for them when they are old [14]. 
Despite there is great variation of formal care systems around the world, a sig-
nificant percentage of these systems provide formal care which can be signifi-
cantly insufficient and fragmented. This insufficiency can also generate 
inequalities in accessing the necessary healthcare services across the disease 
continuum, including within the context of home-based care. With the formal 
care being unable to address the needs of people requiring care at the home set-
ting across diseases and conditions, this increases the need and the level of 
informal care involvement. Another aspect to be considered is that the level of 
care required by the person can fluctuate over time, with more intensive and 
specialised care being required at some points especially during disease exacer-
bation. These are factors that in the course of the disease will also reflect on the 
input of the informal care required. Therefore, it is not infrequent that in the 
course of the disease the frames of reference in terms of informal care have to 
change (for example moving from caregiver as resource to caregiver as co-
worker) so that the requirements of the person in need are better met.

4	� Supporting Informal Caregivers in Their Role

The complex task of caregiving requires adequate and ongoing preparation of the 
person who will assume the role. Preceding studies have demonstrated that training 
informal caregivers does have a clearly measurable positive impact on their ability 
to perform specific caregiving tasks [15], quality of life, skills and self-reported 
burden [16, 17], as well as on their ability to cope and resilience to depression. 
Furthermore, better preparing informal caregivers for their role can make people 
more confident about their own abilities [18]. However, informal caregivers tend to 
consider the current support systems insufficient to address their needs: continuous 
information provision seems to be missing, and services might be difficult to access 
due to opening hours and lack of flexibility.

A report by EUROCARERS [19] acknowledged the increasing availability of 
training opportunities for informal caregivers mainly provided by civil society 
organisations and healthcare institutions. The training needs of informal caregivers 
are traditionally addressed through formal and informal training and education pro-
grammes. However, the content of such training courses should be based on a 
context-specific Training Need Analysis (TNA), namely the empirical examination 
of training needs at the care context [20–22]. Such analysis expands into the identi-
fication of specific shortcomings in informal care practice and contributes to the 
better understanding of the needs and expectations of care and support in everyday 
life among informal caregivers.
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In the context of civil society organisations, these training programmes are 
developed with an emphasis on the needs of caregivers. In the context of healthcare 
institutions and in most cases in parallel, initiatives are developed within the health 
and/or social care sector, on the initiative of healthcare institutions which aim both 
at improving the health status of patients who are discharged after having been hos-
pitalised, and at improving the well-being of caregivers. Despite the availability of 
such training opportunities, there are significant barriers that limit informal caregiv-
ers’ accessibility, leading to learning opportunities not being taken up to their full 
capacity. Such barriers include geographical inequalities with regard to the acces-
sibility of training (e.g. situational barriers have been obstructing caregivers’ access 
to it, when delivered in its traditional face-to-face modality), poor or lack of infor-
mation on the existence of such training programmes, time-constrained organisa-
tional issues and the lack of self-identification as carers [19]. Furthermore, the offer 
of such training programmes can also be hampered by a lack of funds, trained and 
available workforce, or infrastructures to scale up services [23].

The acknowledgement of the negative impact of situational barriers on informal 
caregivers’ access to training opportunities has facilitated the increasing develop-
ment and integration of remote online training and support solutions. This modality 
of intervention has been recognised as advantageous, much due to its convenient 
and privacy-preserving delivery, ubiquity, great potential for scalability and pre-
sumed (cost)effectiveness [24]. For example, in the context of dementia caregivers, 
meta-analyses on such online interventions reported beneficial effects on self-
efficacy which was reflected in the better performance of the person within the 
caregiver role [25, 26].

Systematic involvement in medical appointments is another way that healthcare 
providers can help better prepare informal caregivers for the supportive role they 
have to play. An example where this approach to supporting informal caregivers is 
the MyHealth trial of nurse-led follow-up after breast cancer [27]. As part of the 
trial, the patient’s closest support person (i.e. informal caregiver) is invited to attend 
an appointment that is focused on symptom education together with the patient. 
This trial is based on the principle that by giving both patients and their informal 
caregivers the skills to recognise and manage symptoms of a side-effect of treat-
ment, this will benefit both patients and caregivers, for example by improving the 
ability to cope together (dyadic coping) and reducing anxiety.

Innovative solutions such as the in-group social learning have been developed as a 
response to the needs of informal caregivers for quality training [28]. This group 
learning method relies on the narration of personal experience and personal knowl-
edge of each participant, moderated by a group leader. By utilising positive experi-
ences and negative experience that were successfully resolved it elicits learning for 
the participant. It builds on the human ability to experience empathy and solidarity 
towards others and in turn, develops these two characteristics further [29]. One of the 
most significant advantages of in-group social learning is a bidirectional link between 
theoretical knowledge and actual living situation—skills and knowledge needed by 
participants are simultaneously transferred from and to everyday practice, helping 
participants to further understand their needs and possible concrete solutions [28].
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5	� Policy Strategies to Support Informal Caregivers

Policy measures are needed to address the growing need for care in a way that pre-
vents strain on families and caregivers and protects their health and well-being. 
Furthermore, these measures need to ensure that informal caregivers will not be 
forced to reduce or give up paid employment, face social exclusion and ultimately 
be caught in a poverty trap. The Europe 2020 strategy on employment and the 
European gender empowerment strategy (two-thirds of Europe’s caregivers are 
women) are examples of this, as is the European pillar of social rights and 2016 
Parliament report on women domestic workers and caregivers in the EU. Both of 
these have laid the foundation for increased European action to standardise the 
rights of caregivers across the EU.

There are a number of ways in which informal caregivers can be supported by 
national and local governments when assuming their roles. The diversity of the 
informal caregiver role across countries as well as the varying recognition of the 
role is reflected in the different policy strategies that have been implemented. 
Regardless of this diversity, the measures need to be aiming at introducing new 
stability and well-being to caregivers’ lives, given the significant contribution they 
make to health systems. Of the 126 billion euros cancer costs the EU in 2009, 
patients and their families carried a staggering 75 billion euros. These numbers 
show that programmes or compensation on behalf of carers are in fact direct pay-
ments in support of sustainable health systems.

Informal caregivers need to have the possibility to work within flexible work-
ing arrangements (e.g. such as the possibility to reduce working hours or to work 
from home) in enabling working caregivers to remain in employment when 
assuming the role of the caregiver. In the same context, it is essential for the infor-
mal caregiver to be able to take compassionate care leave to provide care and 
support to a family member who has a serious medical condition with a significant 
risk of death. As such arrangements are largely provided at the discretion of 
employers, the sensitisation of managers to the needs and challenges of informal 
caregivers can yield positive results towards more employee oriented and support-
ive workplace cultures [30]. Flexible working arrangements that allow workers 
with care responsibilities to alter their work schedule, working time or work loca-
tion are important in helping caregivers flexibly juggle their work and care roles 
and personal lives [30].

The time devoted by informal caregivers to care is significant and can increase at 
times of disease exacerbation. For working caregivers, this time is provided often at 
the expense of their working (and reimbursed) time. As a result, a number of ways 
need to be adopted to allow the financial support of caregivers. This can be done 
through an attendance allowance that is paid to the care recipient to purchase social 
and health care services. This allowance can be seen as an indirect acknowledge-
ment of the family caregiver’s engagement [30]. In order to ensure social security 
coverage for informal caregivers measures need to be put in place to ensure that they 
are able to maintain/obtain access to health, pension and accident insurance. Some 
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countries acknowledge informal caregiver’s contributions by covering their contri-
butions to social pension insurance [30].

The complexity and the intensity of the tasks that often informal caregivers are 
called upon to undertake, highlight the need to quality, flexible and accessible formal 
care services in the community. The availability of such accessible formal services 
allows to redistribute some of the care tasks and to have time to pursue other activities 
(e.g. social). Day care services and home care assistance are examples of community-
based services that enable informal caregivers to have time for employment or per-
sonal lives. Formal care services can also support informal caregivers with tasks they 
do not have the capacity to carry out to ensure a high quality of care for care recipients 
[30]. In the UK for example, under the Care Act local authorities are expected: (1) to 
ensure that caregivers with a need for information and advice about care and support 
are able to access it; (2) to take responsibilities for caregivers need by assessing 
“appearance of need”; and (3) to enable caregivers to undergo eligibility assessments, 
access to information, respite care and employment and financial assistance [31].

6	� Conclusion

As governments have reduced their involvement in providing institutional long-
term care, leveraging informal care for this work has become a key strategy in main-
taining healthcare system sustainability worldwide. As a result, informal caregivers 
and their contribution to care are being acknowledged much more than ever before. 
However, the number of informal caregivers in the near future is somewhat uncer-
tain due to the decline of intergenerational co-residency, higher employment rates 
of women, and rising old age dependency ratios. Projections to 2060 show that the 
supply of informal care is unlikely to keep pace with the increasing demand in 
Europe. With some of these challenges already in place, there is need to better sup-
port the role of the informal caregiver across the care continuum. Support services 
for informal caregivers such as caregiver assessments, respite care and financial 
assistance all need improvements to accommodate the ever-changing role of care-
givers on different stages of caring. Sustainable measures that support informal 
caregivers will need appropriate policy developments, which to this date remain 
uneven across countries, with some countries having mechanisms in place to assess 
the needs and support informal caregivers whilst others are only starting to take an 
interest in developing support services. The informal caregiver is an invaluable 
resource for the person on the receiving end of the care, the society and the overall 
health systems. However, in order to preserve its potential, there is an impeding 
need to support the role accordingly and systematically.

There are only four types of people in the world: (1) those who have been caregivers, (2) 
those who currently are caregivers, (3) those who will be caregivers, and (4) those who will 
need caregivers.

Rosalyn Carter,
former First Lady of the United States and wife of Jimmy Carter
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