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Abstract: Along the healthcare process, ensuring and coordinating services that 
result in patients’ positive health outcomes requires strong and effective partnership 
between patients, families, and healthcare require. On these factors, the current sci-
entific debate is devoting increasing attention to the role of caregivers in supporting 
elderly patient health engagement. This chapter discuss experiences from the field 
about the caregivers’ role in sustaining the care process and helping patients both 
to cope with complex medical regimes and to manage changes in their daily life. In 
the light of the PHE model, the authors will propose specific supportive actions that 
caregivers may enact to effectively address their loved ones’ needs along the engage-
ment process.
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1  Caregiver Engagement for Elderly Care: What 
Matters?
In Europe, over 20 million people self-identify as informal caregivers of frail and 
non-autonomous individuals and this number is expected to increase in the coming 
decades (Arno et al. 1991; & Snell, 2002; Shahly et al., 2013). Informal caregivers play 
the role of the backbone of the long term care system, helping and supporting their 
loved ones in managing different aspects of their health condition. Since the world’s 
healthcare systems are facing the challenge of increasing demand for complex and 
multifaceted care, it is becoming increasingly crucial to consider caregivers as direct 
consumers of healthcare because they are more and more involved in navigating the 
health services in order to support their loved ones.

To this regarding, along the care process it is essential to best capitalize resources 
there are actually present in the care environment, not only on the professional side, 
but also within the lay community network (e.g., families and peers). There is the 
need to favour a knowledge transfer from the traditional clinical settings (i.e. hospi-
tal, ambulatory…) to the daily care environments and to actively engage caregivers of 
medically frail elderly individuals along the care process. Informal caregivers need to 
learn how to effectively manage their loved ones’ conditions and how to help them in 
recovering – where possible – a satisfying state of autonomy.

 © 2015 Serena Barello, Mariarosaria Savarese, Guendalina Graffigna
This work is licensed under the Creative Commons Attribution-NonCommercial-NoDerivs 3.0 License.



109   The Role of Caregivers in the Elderly Healthcare Journey

If healthcare systems are devoted to truly recognizing the potentiality of infor-
mal caregivers, a shift from a patient-centred care model to a family-centred one is 
required in order to effectively include them in the care process. On this basis, we 
advocate not only patient engagement, but also we underline the importance of care-
giver engagement in order to guarantee effective home based self-care interventions 
which would allow for the achievement of positive long-term health outcomes. Care-
giver engagement might be particularly critical in the care management of medically 
frail and non-autonomous individuals, such as the elderly. At the same time, it is 
important to note that caregivers engaged in the care of their loved ones might experi-
ence psychological, physical, and social challenges – otherwise known as caregiver 
burden (Bastawrous, 2013; Adelman et al., 2014) – that can negatively affect their 
quality of life (Martín et al., 2013; Shahi et al., 2014; Feeley et al., 2013; Nayak et al. 
2014; Peters et al., 2013; Boele et al., 2013; Buijck et a., 2013).

This chapter attempts to highlight the value of implementing the PHE model prin-
ciples in caregiver engagement, as they are a key, but largely unrecognized member 
of the healthcare team. The goal is to distil evidence on what is currently known―and 
what information is still needed―on making family caregivers active partners with 
professionals in providing health-related care during the elderly care process in order 
to best face the transitions across settings, especially from hospital to home. We will 
examine the roles family caregivers play in providing care during the patients’ engage-
ment transitions, how they characterize their experiences and needs for support, and 
how family caregiver engagement might improve outcomes for patients.

A central focus of the chapter will be on describing the main roles caregivers 
could assume along the patient engagement journey, assessing the extent to which 
healthcare providers should actively involve family caregivers, and identifying bar-
riers to greater engagement. Promising approaches and tools to make family care-
givers full partners with professionals during transitions between health care and 
home settings will be suggested. The chapter concludes with recommendations for 
practice, research, quality improvement, and public policy to more meaningfully 
engage family caregivers as partners in transitions across settings. This chapter 
will demonstrate how the PHE model could be used as a reading framework to 
assess caregiver needs and priorities to better sustain their engagement in the care 
process as well as their actions to make their loved ones autonomous in the care 
process.
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2  When Engaging Caregivers Becomes Essential? 
Lessons Learned from Elderly People Care

2.1  Challenges and Opportunities of Engaging Carers in the Care 
Process: an Overview

Due to advances in medical science and technology and the development of healthcare 
services, contemporary society have to face a series of challenges regarding the man-
agement of elderly chronically ill patients. Furthermore, more than half of elderly indi-
viduals with one chronic condition have multiple chronic diseases, thus increasing the 
complexity and the burden of managing their own health. Chronic conditions require a 
life-long perspective, thus implying long-term care plans which inevitably require the 
active involvement of family caregivers in supporting the care requirements.

In order to answer to this healthcare challenge – as previously discussed in 
Chapter 1  – guaranteeing supportive actions for home-based care management is 
essential. The active presence of carers in the care process has been found to enhance 
patient-centered care and promotes patient autonomy in health management (Brown 
et al., 1998; Schilling et al., 2002; Hubbard et al., 2010; Clayman et al., 2005). Family 
caregivers are strongly involved in healthcare management with patients who are 
elderly, in poor health, or who have high disease burden (Wolff et al., 2008). More-
over, the central value of carer engagement in the patient’s medical course has been 
demonstrated in life-limiting conditions. Particularly in this situation, carers are 
required to be skilled and proactive in taking care of their loved ones in order to make 
them as autonomous as possible (Hogden et al., 2013). To gain this goal, clinicians 
and policy makers strongly agree in making carers engaged in elderly patient care for 
its crucial implications for making the care actions effective in the long term (Ventura 
et al., 2014; Woo, 2014).

2.2  Engaging Relatives in Elderly People Care: Voices from the 
Research Community

Caregiver engagement is mainly conceived as information seeking and decision 
making enacted by the family members of the patients (DuBenske et al., 2010; Bevan & 
Pecchioni, 2008), considering not only information regarding treatment and therapy 
regimen and different care options, but also on the disease course and on life perspec-
tives and plans (Imes et al., 2011). Given their role in collaborating and managing the 
chronic condition of an elderly individual, the carer is often engaged first person in 
the relationship with health providers. Resesrch has demonstrated that caregivers are 
present at the majority of visits and that they ask more questions than the patients 
themselves (Cegala et al., 2000; Street, 1991). In fact, some authors underline that 
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the carers support, and in some cases their substitution with the patient in terms of 
interacting with the health professionals, are key components of caregiver engage-
ment. This fact has important consequences for information exchanges about the 
disease, on specific procedures and the technical aspects of care, as well as on care 
costs (Quam et al., 2006). The problem of continuous learning of the part of the carer 
is that information given during visits and hospital discharge are often difficult to 
understand due to their technical nature (Friedman & Quinn, 2008).

Other authors focus on changes in the carers’ lives, in their relationship with the ill 
relative and, as a consequence, changes in their own daily life (Luttik, et al., 2007). In 
particular, the management of a chronic disease implies a reorganization of the rela-
tionship between patient and his caregiver, generating changes in daily routines (like 
work and travel), in roles and the division of family duties, and a reduction of social 
inclusion/life. The caregiver themselves perceives changes in their emotional status, 
feeling stress, depression, anxiety, and poor physical health, with these changes 
needing to be taken into consideration by those who organisecare programs and ser-
vices (Pressler et al., 2009). Another major theme debated by authors concerns the 
practical aspects and daily problem solving involved in managing a chronic disease 
condition (Sarkan & Bates, 2014). Some key aspects are: dealing with patients’ dietary 
restrictions and meal planning, controlling weight and physical exercises, supporting 
adherence to treatment and medications, and in maintaining long term rehabilitation 
(Harris et al., 2010).

As we have seen so far, both academics and policy makers recognize the key role 
of caregivers, as a key source of care for an ill person who lacks autonomy when man-
aging their health condition. In this particular situation, the caregiver becomes the 
real consumer of healthcare services because of their direct involvement in taking 
healthcare decisions and choosing healthcare services, and it is their task to navi-
gate the various services of the healthcare system. Finally, some research has found 
that health professionals often consider carers as supporters and gatekeepers of the 
patient, or, in some situations, as co-patients (Hogden et al., 2012). Moreover, the 
engagement of carers allows them to become surrogate care managers in the absence 
of multidisciplinary care, bridging service information and coordination gaps to pro-
viding long-term care for patients (Bolmsjö et al., 2001).

3  The Multiple Roles of Relatives When Taking Care 
of Their Loved Ones: Insights from the PHE Model
Nowadays, more and more countries are recognizing the key role of family caregiv-
ers in supporting the management of a chronic condition of a loved person. Elderly 
patients affected by chronic disease, undertake a long and arduous journey in which, 
day by day, they learn to live as well as possible alongside their compromised health 
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condition. However, along this journey, they aren’t alone, they have the support of 
their informal caregivers that, in the case of an elderly person, is mainly the partner 
or the sons. Progressively, the patient crosses a process of care, that includes the 
management of the clinical condition (i.e. management of the therapeutic regimen or 
the changes in life style…), emotional difficulties, and economic burden. Increasing 
engagement in disease management requires, as a consequence, the engagement of 
both the patient and of their relatives.

Unless engaging both patients and families in self-care is recognized as crucial, 
readers may ask what exactly does it mean to engage family in the care process? What 
roles do family caregivers play in providing health care, especially during transitions 
across settings? And finally, how do family caregivers characterize their experiences of 
providing healthcare and their needs for support? We will try to answer to these ques-
tions in the following paragraphs.

While health care professionals interact with the healthcare system regularly, it 
is important for us to remember that for many patients, as well for their caregivers, 
healthcare can feel like a complex and intimidating maze that they are forced to navi-
gate without the benefit of a map or a guide to help them find their way―a metaphori-
cal Oz minus the helpful and ever-present yellow brick road. Patients and caregivers 
do their best to steer a clear course, but many report feeling left to wonder “hy?”, 
“what now?”, and “what if?”, with inadequate support from healthcare providers to 
help answer these pressing questions.

These patient and caregiver experiences reinforce the importance of systems and 
tools to assist caregivers and their loved ones in anticipating what to expect for the 
duration of time that they are in the process of care, to address their anxiety and ques-
tions, and to help them plan for their needs once they leave the hospital. Providing 
information on the discharge plan from the onset of treatment (and in some cases, even 
before) is an extension of this work to foster continuity of care, equipping family care-
givers and patients with the knowledge, skills, and confidence that will enable them to 
better manage their health once they are no longer in the institutional settings of care.

By providing health consumers with the tools and information they need to 
manage their own healthcare needs, clinicians and policy makers are emphasizing 
the important role of the patients and caregivers as the one constant for the duration 
of their health care experience. In clinical setting oriented toward making patients 
and family actively engaged in the medical course, care is delivered in a manner that 
is coordinated among numerous caregivers and that involves the patient and family 
in the exchange of information between providers.

In the case of elderly care, caregivers play a crucial role in supporting their loved 
ones’ engagement in health management. In the light of the PHE model, we know that 
patients pass through different engagement phases, characterised by specific needs 
at different levels (e.g. emotional, cognitive, and behavioral). Due to the lack of auton-
omy characteristic of elderly patients, caregivers become crucial in addressing the 
patients’ needs in the following areas: disease management (i.e., monitoring clinical 
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parameters), health maintenance (i.e., following diet prescriptions), emotional scaf-
folding (i.e., helping in managing the distressing consequences of illness), acquir-
ing knowledge (i.e., being an alternative interlocutor for health providers), and social 
inclusion (i.e., supporting the patient’s social role despite the limitations caused by 
the disease).

Considering the PHE model and the peculiar features of each engagement phase, 
the role of family caregiver isn’t unique and definitive, but it fits in order to reply to the 
patient’s journey and needs and be described on two axes. The first one describes the 
patient’s level of autonomy in self-managing his/her health condition (dependence vs 
self-care); the second one describe the patient’s main supportive needs related to his/
her care (emotional support vs. practical/informative support).

Taking into account these axes, the role of caregivers’ changes based on both 
the level of the patient’s autonomy in self care and to his/her main supportive needs. 
Thus, caregivers may assume different roles when supporting their loved ones as 
described below. These roles are also featured by specific unmet needs that clinicians 
have to consider when interacting with the caregivers. We suggest asking the caregiv-
ers an adapted version of the PHE questions (see Chapter 3), in order to better assess 
the caregivers’ emotional, cognitive, and behavioral mindset towards their loved 
one’s health status and management.

Figure 1: The many roles of family caregivers when engaging in the care process of their loved one.
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3.1  “Now I Need a Consoler”: the Case of Marriot, Diabetic 
Patients, 74 Years Old

After having being diagnosed with diabetes mellitus, Marriot faced a moment of 
despair and disorientation for what happened and will happen. She is in blackout 
and can’t self manage her health condition (see the blackout phase of the PHE model). 
In this situation, the patient features a low level of autonomy in self care and mainly 
needs emotional scaffolding. Her daughter Angela, assumes the role of a consoler, 
because the patients has to accept and manage the new health condition. For this 
reason the caregiver requires basic information on the disease and its consequences 
for everyday life, to understand the ways in which to better manage her mothers’ con-
dition, in a period where she is not ready to do that, and understand the possibili-
ties of effective integration of the disease into daily life. On the other hand, Angela 
needs emotional support herself from the formal care network (e.g. the clinicians, the 
nurse…), that could help her to find a way to normalize what happens and hold the 
psychological and physical burden of her mother.

3.2  “Please, Be a Nurse”: the Case of Carlos, Cardiological 
Patient, 76 Years Old

Carlos was diagnosed with heart failure 8 months ago and needs to take a complex 
medication regimen, but he is not able to manage it due to the level of anxiety and 
confusion he is still passing through (see the arousal phase of the PHE model). After 
an initial period of disorientation due to the disease onset, Lucy, his wife, takes the 
reins of the care and cure of her husband. Now, she is ready to assume the role of the 
nurse, who provides for all of the needs of Carlos. She compensates for the disease 
management related activities that the patient is not able to do by himself. To do this, 
she needs to know all the information about the practical management of the patients’ 
health condition, such as information about the medical prescription and the neces-
sary changes in daily life style, the diet restrictions, and the physical activities required 
to manage a chronic condition and to maintain positive health outcomes in the long 
term. Moreover, she temporarily replaces the patient in taking clinical choices.

3.3  “You Are My Safety Guard”: the Case of Samantha, Cancer 
Patient, 69 Years Old

Samantha was diagnosed with breast cancer 3 years ago and undertook chemother-
apy. Now, she is taking oral therapy and having to attend medical follow ups. Gradu-
ally, the clinical and emotional condition of the patient has improved and she learned 
to self manage her condition (see the adhesion phase of the PHE model). Jonathan, 
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her husband, has progressively assumed the role of a “safety guard”, committed to 
making his wife more and more autonomous in her care. Now, Jonathan requires 
support in the process of slowly relinquishing his care duties to Samantha. The infor-
mal caregiver has to become able to stay with the patient without being the manager 
of the patient’s condition, and the care network has to support this process. The care-
giver keeps on being a key figure for the patient, who is present only in the case of 
emergency. For a long time the caregiver lived closely to his ill loved one, in some 
cases giving up to a part of their life and individuality. Now, it is necessary to allow the 
caregiver to dismiss the role of caregiver and to regain their role of partner, accepting 
that some resistance will occur in this difficult handover. During this process, the role 
of peers becomes fundamental: the comparison and the sharing of the care experi-
ence with others with the same experience can help the process of returning back to 
life, that is, the life before the onset of the disease.

3.4  “Stay With Me, Like a Life Buddy”: the Case of Luis, Diabetic 
Patient, 69 Years Old

Luis was diagnosed with diabetes 10 years ago and takes insulin. He had to radically 
change his life habits concerning his diet and physical activity. After many years 
struggling with his health condition, the disease has become a part of his daily life 
and both Luis and Lena – his wife – became able to accept the consequences and the 
impact of such a chronic condition on their daily routine (see the eudaimonic project 
phase of the PHE model). They have faced the process of the normalization of the 
disease, in all its aspects; doing so they have become able to manage all of its clinical 
and emotional outcomes. Now the caregiver can attend the patient as a partner and 
friend, who shares with them the their life experience. The key needs of the caregiver 
in this case are being supported in finding again a life direction and to build a new 
foundation for their life with their patient. For the partner, it means to rediscover 
life as a couple, characterized by private and social exchanges. Unless the chronic 
disease condition is still present, the capabilities acquired during the care journey 
allow for the complete management of the disease, with all the awareness and the 
ability of a veteran of the situation.

4  The Role of the PHE Model in Redesigning the 
Boundaries of Family Centred Care
Taking an overall view at the insights obtained from the research presented here, 
documenting the experience of informal caregivers of elderly chronically ill patients, 
three main core dimensions of caregiver engagements are of particular concern.
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First of all, the cognitive, emotional, and behavioral features of caregiver engage-
ment are not fixed in time; rather they change across the healthcare process, mainly 
paralleling patients’ health journey and clinical progresses. In the case of elderly 
chronically ill individuals, the role of carers as informal caregivers changes as a func-
tion of the actual patient engagement and their autonomy in managing the disease. 
As a consequence, at each step of the care process the caregiver engagement agenda 
should be sensible to both the patient journey and the informal caregivers’ needs 
in order to involve parents and carers without exacerbating the caregiver burden 
(Adelman, 2014).

Moreover, partially as a consequence of its time-dependent nature, caregiver 
engagement strategies need to be continuously managed by healthcare profession-
als, balancing informational and pragmatic support as well as supportive and auton-
omy-eliciting interventions. In the case of elderly chronically ill patients, caregiver 
engagement needs different supportive actions across the patient’s health journey. 
These actions vary from providing emotional normalization and basic information 
to understand the disease, to practical skills thought to be useful in managing the 
medical regimen and the clinical prescription; from providing tools that help caregiv-
ers in making the patient autonomous and able to connect with peers to supporting 
social inclusion and long term life (and disease) management.

Finally, informal caregivers appear to pass through a similar engagement journey 
previously highlighted for patients (Graffigna et al., 2014). As mentioned elsewhere 
in this book (see Chapter 3), the Patient Health Engagement Model (PHE model; 
Graffigna et al., 2014) states that patient engagement is comprised of four phases: 
blackout, a state of emotional, behavioral, and cognitive block due to disease onset; 
arousal, a state of patients’ hyper-attention to critical signals and activity toward 
obtaining information; adhesion, a state in which patients acquire information and 
behavioral skills to confidently comply with medical prescriptions; eudaimonic 
project, a state in which patients are capable of enacting a meaningful and autono-
mous health management with improved quality of life. Carers of elderly chronically 
ill individuals pass from a state of emotional and behavioral blackout followed by an 
activation towards gaining information and details about the concrete management 
of their loved one disease; then they become able to autonomously sustain their loved 
one in disease management and finally to reframe their role in terms of life buddies 
according to renovated eudaimonic life trajectories.

In conclusion, in order to be effective in sustaining autonomous care management 
and to promote quality of life in a broader family-centered way, caregiver engagement 
strategies need to account for the risk of a complex multi-dimensional burden for 
informal caregivers (Strawbridge et al. 1997; Thommessen et al., 2002; Sherwood et 
al., 2005; Pinquart & Sörensen 2011). From this perspective a sort of “mirroring effect” 
could be traced between patients’ health status and informal caregivers’ engage-
ment along the course of the patients’ health journey. From this perspective, if from 
one side caregiver engagement emerges as a critical dimension for health care poli-
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cies and medical strategies capable of reducing the societal impact of managing the 
health of chronically and non-autonomous ill individuals, further attention should 
be given to the needs of informal caregivers. We believe that such a broader sight to 
patients and their carers journey across the health care process would contribute to 
facilitating and catalyzing families autonomy, resulting in benefits for both quality of 
life and reduced financial resources in healthcare systems.

5  Conclusions
Hospitals that are committed to being responsive to consumers’ needs and expecta-
tions understand the invaluable role of family caregivers in the process of care. These 
are the people who know the patient best and those who, simply by their presence, 
can help to reassure patients in times of uncertainty, anxiety, or vulnerability. Clini-
cians who desire to work in line with the PHE model principles shall welcome family 
members by not only lifting many of the restrictions that have limited their engage-
ment, but also by actively encouraging their participation as members of the care 
team.

Healthcare providers treat thousands of patients with cancer, heart disease, and 
other chronic and terminal illnesses every year. Many of these patients are elderly or 
critically ill and may undergo difficult medical treatments that require lengthy and/
or frequent hospital stays or outpatient visits. During their treatment, family care-
givers are often a critical source of care for their loved ones. Family caregivers can 
offer providers a valuable source of help, as well as information about the patient‘s 
history, routines, symptoms, and more. For these family members, participating in 
this manner is essentially an extension of the ongoing care giving role they play at 
home, both before and after hospitalization. The clinical vignettes presented in this 
chapter represent ways to effectively engage caregivers to provide optimal patient 
care according to the phase of engagement they are passing through.

Clinicians orientated toward practicing a patient engagement model of care not 
only strive to meet the full range of patient needs, but also those of their informal 
caregivers. This chapter underlines the importance of considering care giving not only 
as as activity to support and care of a loved person, but also as a complex dynamic 
which involves a gradual engagement of the caregiver in the care process that requires 
healthcare systems to fine-tune their relationship with the informal carers. Health pro-
viders cannot take for granted the skills and the availability of caregivers to effectively 
manage the patients’ condition. Caregiver engagement is a multifaceted and complex 
process that requires an accompaniment of the informal caregivers and a progressive 
education by the professional care network, favoring the knowledge transfer from the 
inside to the outside of the hospital setting. In this aim, we also advocate for a wider 
implementation of new technologies to facilitate skills and knowledge transfer from 
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the providers to family caregivers. Resources such as online web portals or mobile 
phones might sustain better access and more timely delivery of health services, thus 
supporting the caregivers’ effective engagement (Davis et al., 2011).
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