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‘Engage me in taking care of my heart”:
a grounded theory study on patient-
cardiologist relationship in the hospital
management of heart failure

Serena Barello,’ Guendalina Graffigna,' Elena Vegni,? Mariarosaria Savarese,’

Federico Lombardi,® A Claudio Bosio’

ABSTRACT

Objective: In approaching the study and practice of
heart failure (HF) management, authors recognise that
the patient—doctor relationship has a central role in
engaging patients in their care. This study aims at
identifying the features and the levers of HF patient
engagement and suggestions for orienting clinical
encounters.

Design: Using a grounded theory approach, we
conducted 22 in-depth interviews (13 patients with HF,
5 physicians and 4 caregivers). Data were collected and
analysed using open, axial and selective coding
procedures according to the grounded theory
principles.

Settings: All interviews were conducted in an office in
a university hospital located in a metropolitan area of
Milan, Italy.

Participants: The data comprised a total of 22
patient, hospital cardiologist and caregiver interviews.
Patients aged >18 years with New York Heart
Association (NYHA) Functional Class of Il or Il were
eligible to take part. Patients were recruited primarily
through their referral cardiologist.

Results: The HF patient engagement process develops
in four main phases that are characterised by different
patients’ emotional, cognitive and behavioural
dynamics that contribute to shape the process of a
patient’s meaning making towards health and illness
regarding their care. The emerging model illustrates
that HF patient engagement entails a meaning-making
process enacted by the patient after the critical event.
This implies patients’ ability to give sense to their care
experience and to their disease, symptomatology and
treatments, and their changes along their illness
course. Doctors are recognised as crucial in fostering
patients’ engagement along all the phases of the
process as they contribute to providing patients with
self-continuity and give new meaning to their illness
experience.

Conclusions: This study identifies the core
experiential domains and the main levers involved in
driving patients with HF to effectively engage in their
disease management. The model emerging from this
study may help clinicians think in a fresh way about
encounters with patients and their role in fostering
their patients’ health engagement.

Strengths and limitations of this study

= This study provides an evidence-based model of
heart failure patients’ engagement in their
disease management and casts light on the indi-
vidual and relational processes that occur when
this process develops.

= This study strongly highlights the crucial role of
physician in fostering the engagement process
as their behaviours may reinforce or challenge
the patient’s ability to engage in the healing
process. This model also underlines the import-
ance of not merely fostering patients’ health liter-
acy but also providing behavioural education.
Patients should be supported in the process of
emotional elaboration of their illness experience
and identity reconfiguration.

= The study adopted a qualitative research
approach in order to deeply analyse the patients’
lived experiences, by ‘giving voice’ to their
experiences and unmet needs.

= In order to improve the study evidence, better
articulated data collection and analysis according
to patient’s age and comorbidity—including
patients affected by advanced heart failure—
would be worthwhile.

= A better understanding of the possible role of
the general practitioner in managing heart failure
patients may be valuable for translating this
study’s implications from the hospital setting to
ambulatory care.

INTRODUCTION

Heart failure (HF) affects about 2% of the
Western population, with the prevalence
increasing sharply from 1% in 40-year-old
individuals to 10% in those above the age of
75 years." HF is a complex clinical syndrome
of symptoms that suggests impairment of the
heart as a pump supporting physiological
circulation. Over recent decades, the capacity
of health professionals to address the burden
of HF has increased through the introduc-
tion of mnovel pharmacological agents,
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technological devices and non-pharmacological strat-
egies.2 However, these treatments are often complex and
require infrastructure and support to promote adher-
ence and optimise patients’ health outcomes. This fact
makes the patients’ capacity to effectively engage in
their care a crucial factor for obtaining positive health
outcomes and to reduce cost of care. Optimal outcomes
and quality of life for patients with HF depend on
engagement in effective self-care activities.” The litera-
ture suggests that high-quality doctor—patient relations
have been linked to higher levels of patient compliance
with treatment plans, enhanced selfmanagement of
disease, greater recall of important treatment informa-
tion, and improved general mental and physical health
status.® Studies’ ® have shown that the ability of doctors
to engage patients in an effective care relationship is
likely to make a difference in whether the consultation
reinforces or discourages health actions that will maxi-
mise an HF patient’s capacity to live positively with a
chronic condition. Thus, the failure of health profes-
sionals to engage patients as effective and skilled self-
managers of their health can lead to poor clinical out-
comes.” Self-care is comprised of a complex set of activ-
ities and unfortunately most clinicians are not
adequately prepared to assist their patients to engage in
effective self-care.’ Although pockets of excellence exist
in HF management and there is a growing consensus
that engaging patients is an essential component to the
successful management of HF,IO_15 significant hetero-
geneity emerges in defining an HF patient’s engagement
goals and how to achieve them. In recent years, patients,
physicians, ethicists, researchers and policymakers advo-
cated for higher collaboration between doctors and
patients'® in managing the disease. Patient engagement
in the care process is described as the golden standard
within a patient centred model of care, where clinicians
engage patients as equal partners to make choices about
healthcare, based on clinical evidence and patients’
informed preferences and care expectations.17 B
order to optimally manage their condition, patients with
HF need good knowledge of their condition, its typical
symptoms and the significance of any changes in their
symptoms.* In addition, patients need to understand the
purpose and likely side effects of their drug therapy.
Furthermore, living with HF is recognised to have phys-
ical, emotional, cognitive, social and vocational conse-
quences that affect the patient’s adjustment to the
illness.'” Adjusting to the illness involves changing one’s
lifestyle, being aware of one’s physical ability and disabil-
ity, developing coping strategies and adjusting to medica-
tion.” Failure in patient-doctor relational quality might
impair patients’ self-management skills as well as their
promptness in seeking medical treatment in the light of
changing symptoms, and might be the cause of patients’
lack of compliance to the healthy diet and drug therap-
ies prescribed.21 A recent review showed that when
patients experienced poor quality of care they reported
lack of confidence in care providers, confusion and

delays in seeking care, and were deterred from maintain-
ing positive self-care plractices.22 Furthermore, the
crucial role of health providers in fostering patient
engagement in healthcare needs to be acknowledged® **;
currently, no studies explore the perspective of the
patients with HF when engaging in their health manage-
ment or examine what the role of their doctors is in this
process. Surprisingly, the extant scientific literature on
this topic highlights an absence of the ‘direct voice’ of
patients with HF about their health engagement experi-
ence. Moreover, studies aimed at discussing patient
engagement mainly involve patients with chronic dis-
eases (ie, diabetes, hypertension, asthma) that do not
feature frequent episodes, such as HF does, of exacerba-
tion and acute symptoms leading to recurrent hospital-
isation. Those studies do not provide evidence of the
levers that allow patients to effectively advance in the
process of engagement with their disease management.

Previous research with patient affected by other chronic
diseases provided cues about how to engage patients in
healthcare.**™ In particular, a recent study™ *' high-
lighted that patient engagement is a multiphase process
based on a conjoint cognitive, emotional and behavioural
enactment of patients towards their health condition that
develops in four main phases. In the present research we
aimed at investigating if these features of the engagement
process may be consistent with the case of patients with
HF who constitute a very specific clinical population char-
acterised by an unexpected acute event that has a deep
impact on the patient’s identity and emotional response.
On the basis of these points, this study was aimed at investi-
gating the levers of the HF patient engagement process
and, in particular, which features of the patient-doctor
relationship are needed to enhance it.

METHODS

The study was qualitative in its nature and designed
according to the methodology of grounded theory
(GT).” GT is a qualitative research methodology aimed at
developing theoretical explanations of emerging psycho-
social phenomena grounded into data.”® In this study, it
was essential to understand how the process of HF patient
engagement evolves and which dynamics—specifically
related to the patient-doctor relationship—may foster it.
GT generates in-depth and context-based knowledge from
the participants’ unique perspective, informing the devel-
opment of tailored and context-based interventions, which
may, in turn, be more likely to lead to successful and sus-
tainable programmes. Our study report conforms to
COREQ criteria for reporting qualitative research.”*

Study setting and participants

Theoretical sampling was used in the recruitment of par-
ticipants and in data collection.” Theoretical sampling
allows the researcher to progressively recruit patients
according to the emerging evidences in order to collect
insights to corroborate those findings. According to this
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sample strategy, patients with differing experiences of
HF (based on their functional class, risk factors and
time from diagnosis) and with different attitudes to their
health management (based on the level of patient acti-
vation according to the Patient Activation Measure score
obtained in the screening phase) were involved.
Theoretical sampling guided the selection of further
participants and led to involve some hospital cardiolo-
gists and caregivers in order to collect further insights to
corroborate the results emerging from the patient
sample. Since HF is a complex problem with a high rate
of treatment failures and re-hospitalisations, and is there-
fore more optimally managed with the guidance of spe-
cialists, we decided to interview hospital cardiologists.
Moreover, data emerging from the patient’s interviews
showed the pivotal role of public hospital cardiologists
for the patients involved in the study. General practi-
tioners (GPs) are mainly consulted for general health
advice and not for specialised consultations. We stopped
sampling when we reached data saturation, that is, when
no new emergent themes were generated from interview
data.” ?° Patients were recruited from among hospital
ambulatory out-patients in an Italian university hospital
on the basis of the following inclusion criteria: (1)
patients hospitalised with HF at the recruitment site; (2)
New York Heart Association (NYHA) Functional Class of
11 or 11?7 # at least 6 months before the time of recruit-
ment; and (3) could speak and understand Italian.
Exclusion criteria were (1) patients aged below 18 years;
(2) cognitive impairment based on a MMSE™ score of
greater than 24; and (3) impaired vision or hearing, as
documented in the medical record or by observation,
such that neither an interview nor completing written
forms was possible. The hospital cardiologists who
agreed to collaborate in the study were specifically asked
to identify patients more capable of self-management
(NYHA functional class II or III), as we wanted to collect
successful stories of patient engagement in order to
better understand the factors that foster or hinder it, to
effectively engage in their care. They were also requested
to ask the patients whether they would participate in an
interview. If the patient agreed, the researcher would
then give the patient more information about the study,
reassure the patient that all participation was voluntary,
and ask for written informed consent. In order to avoid
the potential stress of a hospital environment, the inter-
views took place in an office within the university hos-
pital where the study was conducted. A Patient
Activation Measure’’ was administered to each patient
who agreed to be involved in the study to assess their
level of activation towards health and healthcare. The
Patient Activation Measure is a 13-item measure that
assesses patient knowledge, skill and confidence for self-
management. It is a valid and reliable instrument also
tested in the cardiological field."

This measure allows building of a sample based on dif-
ferent levels of patient activation to collect a wide range
of patient engagement experiences. These differences

were taken into account when building the conceptual
model emerging from this study.

Physicians were recruited from the same hospital
where the research took place. To be included they had
to: (1) be experienced in caring for patients with cardio-
vascular diseases and (2) have at least 3 years of clinical
experience in this clinical field. Caregivers were purpos-
ively selected based on clinicians’ suggestions. To be
included, caregivers had to be the primary caregiver of a
HF patient for at least 2 years since diagnosis in order to
be sure of having gathered enough informative experi-
ence of caregiving.

All participants provided informed consent after the
purpose of the study was thoroughly explained to them.

Data collection

Interviews took place at the site of recruitment in a uni-
versity office and were conducted from October 2013 to
February 2014. The interviews, which were audiotaped
with participants’ permission, were semistructured and
lasted on average for 45 min. The researcher did not
previously know the patients and doctors/caregivers par-
ticipating in the study. Integrative diagrams and memos
were also written throughout the process in order to
better illuminate data analysis. Demographic (gender,
age, marital status and socioeconomic data) and clinical
information (NYHA functional status, time from diagno-
sis, risk factors for cardiovascular disease) were also col-
lected. A psychologist, with expertise in qualitative
methods (SB), conducted in-depth interviews to elicit
patient’s extended narratives about their illness journey,
their ways of coping with HE, their health engagement
experience and the role of professionals and informal
caregivers in sustaining it (see table 1). According to the
theoretical sampling strategy, the interviews from the
patients lead to selection of other participants—such as
cardiologists and caregivers—based on the problems
that are unveiled through the progress of the research
process. Cardiologists and caregivers were asked to
discuss data emerging from the patients’ interviews and
to describe in their perspective what patient engagement
means in healthcare and what factors may hinder or
foster its realisation.

Data analysis

Data analysis was independently conducted by two
researchers (SB, GG) and took place alongside data col-
lection, to allow a progressive focusing of interviews and
testing of tentative hypotheses. Integral transcripts were
analysed according to the procedure of GT analysis. GT
requires three sequential phases of coding: a first ana-
lysis step, named ‘open coding’, that implies a prelimin-
ary identification of concepts that fit the data; a second
analysis step, ‘axial coding’, that consists of the progres-
sive aggregation and condensation of codes into broader
categories; and a final analysis step, ‘selective coding’,
consisting of the abstraction from the data and the inter-
pretive detection of connections among categories in
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Table 1
Content areas

Interview guide for patients

Questions

Living with heart failure 1. Please, can you describe

your illness journey from

diagnosis up to the present?

2. What are, if any, the main
events that feature in your
illness journey?

3. Overall, how well do you feel

and do you think you are

able to manage your heart
failure?

What are your difficulties in

managing your disease and

the medical prescriptions
connected to it?

Please tell me, in your own

words, what does it mean for

you to be engaged in your
own care?

6. What are the factors that, in
your experience, may
facilitate or hinder your
involvement in medical
decisions and disease
management?

7. What are the features of the
relation with your physician
that facilitate your
engagement?

8. What is the role of your
family/informal network in
supporting you in being
more actively engaged in
your own care?

9. What kinds of support and
resources would be most
helpful to support your
engagement with your care?

Coping with heart 4.
failure

The health engagement 5.
experience

order to find the ‘core category’ (ie, the pivotal concept
that articulates the whole process under investigation).”'
Diagrams and memos written along the data collection
were also analysed according to the GT principles and
contributed to build the emerging theory. The complex
and systematic GT coding procedure was aimed at
describing the elements implied in the development of
the patient engagement experience. Data analysis was
assisted by the computer package QSR NVivo 10,*
which allowed the systematic treatment of data, keeping
explicit track of all coding steps.

NVivo 10 allowed the researchers to build a theoretical
model of HF patient engagement by exploring and stat-
istically weighting associative connections among emer-
gent categories. Integrative diagrams and memos
collected throughout the process were used to guide
thinking and three of the authors (SB, GG and EV) had
several meetings to discuss their analytical insights and

8

interpretations. After iterative discussion over many
weeks between SB, GG and EV, a consensus on themes
was finally reached. Two cardiologists not included in
the interviews were finally asked to review the clinical
coherence and relevance of emergent themes as key
informants.*?

RESULTS

Twenty-two interviews were conducted, 13 patients were
recruited. Their mean age was 68 years (range 54-85). Six
lived alone and presented risk factors for developing car-
diovascular diseases. Other interviews were addressed to
five physicians experienced in managing cardiovascular
diseases and four caregivers involved in supporting a
cardiac patient in managing his/her own care (see table 2
for a detailed account of the final sample). None of the
potential participants refused to be involved in the study.

The patient engagement trajectories: a four-phase
meaning-making process

This study showed that the HF patient engagement
process develops in four main phases, thus confirming
previous evidences emerging from a previous study on
patients with diabetes. These phases are characterised by
different patients’ emotional, cognitive and behavioural
dynamics that contribute to shape the process of a
patient’s meaning making towards health and illness
regarding their care. The passage from one phase to
another is featured by patients’ identity reconfiguration
turning points that led individuals to progressively
accept their new status (ie, as patients) and to interlace
effective care relationships with their doctors. Our study
particularly revealed the crucial role of cardiologists in
helping patients to effectively engage in their self-care.
This process also features the progressive reconnection
with valued aspects of the self (featuring the patient’s
life before the disease onset), and the development of
new and meaningful identities according to the new
health condition. This allows patients to provide self-
continuity and, at the same time, to give new meaning
to their life experience (see figure 1). To illuminate the
study findings presented below, we have selected repre-
sentative participants’ quotations that illustrate typical
responses as well as the diversity of views expressed.

Overcoming the blackout: giving sense to the critical

incident

In the ‘blackout’ phase, patients fall in an initial state of
emotional, behavioural and cognitive blackout deter-
mined by the critical event (ie, the HF), which is
described as unexpected and out of their control. They
feel as if ‘in suspension’ as they are looking forward to a
ruling from someone.

The critical event is depicted by patients as distressing
and unacceptable because they have not yet acquired
effective coping strategies to manage their new health
condition, and they are not aware about what has

4
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Table 2 Sample characteristics

Male Female
N=9 n=4
Patient N=13
Age (years)
Under 65 5 1
65-74 3 2
75-84 1 1
NYHA functional status
Il 6 4
1] 3 0
Time from diagnosis
6-12 months 3 1
1-4 years 3 1
5-10 years 2 2
11-20 years 1 0
Risk factors
Hypertension 1 1
Heredity 3 0
Hypercholesterolaemia 0 1
Low physical activity 1 1
Obesity 1 0
Smoking 1 0
Multiple risk factors 2 0
Level of patient activation
1 1 0
2 3 1
3 3 1
4 2 2
Marital status
Married 7 3
Living alone 2 1
Annual family income
Up to €20 000 3 1
€20 000—€50 000 5 2
More than €50 00 1 1
N=3 n=2
Physician N=5
Age (years)
Under 40 1 1
40-60 2 1
Professional experience (years)
6-10 1 1
>10 2 1
N=3 n=1
Caregivers N=4
Age (years)
Under 50 1 0
50-80 2 1
Status
Partner 2 1
Son 1 0

NYHA, New York Heart Association.

happened to their body. This patient status contributes
to patients often denying the diagnosis and not accept-
ing the signs and symptoms. In this phase, patients also
feel incapable of acting on and managing their diagno-
sis as they are generally uninformed about its nature and
the exacerbating causes.

When it happened, I felt like in a black out...I felt as my
head was a black box with troubles in focusing on every-
thing. (55-year-old female patient with NYHA Class III HF)

You know, maybe it is taken for granted, but it is not that
the heart failure, one day, calls you and tells you that it is
coming! It is totally unpredictable! (54-year-old male
patient with NYHA Class II HF)

To overcome the emotional confusion connected with
the disrupting critical event, the patient declares a need
clear information to realise what has happened.
Moreover, when patients get the diagnosis, their emo-
tional reaction is often an expression of shock, isolation
and grief. In this situation, the physician is asked to
support them by making an empathic response.

[...]at the beginning, after the diagnosis, patients seem to
be frozen. Their horizon is totally absorbed by the
thought of not being able to explain themselves what hap-
pened to them. Their horizon is totally dark. (Physician)

When I was diagnosed with heart failure, I feel totally
paralyzed and the only think I wished in that moment
was to understand and have an explanation about what
happened to my body, to me, to my life. (54-year-old
female patient with NYHA Class III HF)

I should have gone to hospital sooner with the shortness
of breath and swollen ankles. But I didn’t think it was any-
thing serious. I just didn’t know. I never heard of it...And
what happened really at first, it comes on very gradual.
(74-year-old female patient with NYHA Class III HF)

In that moment I can’t understand what my doctor told
me...the medical jargon is too difficult when you have no
idea of what health failure is! (56-year-old male patient
with NYHA Class II HF)

Patients expect informative action from their referen-
tial hospital cardiologist who becomes, since the
moment of the diagnosis, the privileged interlocutor for
the patient along the care process. The physician who
carefully listens to the patient and provides the needed
information allows the patient to enter the engagement
process. In this phase, the physician is considered a
‘gatekeeper’. The doctor is a catalyst for the patients’
advancement in the engagement process by providing
them with the key to read and to understand what hap-
pened to their body. If patients cannot legitimate the
physician in this role they tend to have dysregulated
emotional and behavioural responses often ending with
the patient dropping out of care. In this phase, informal
caregivers as well as their patients are mainly under
shock and the caregivers cannot really act as supportive
figures to help their loved one in effectively managing
the disease.

At the beginning of the journey [with the disease] the
doctor has to make you feel safe and should hang
around with you and giving the key to understand what
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Figure 1 Theoretical model: the process of patient engagement in patients with heart failure (HF).

happened before understanding what will be. doctor told me that it was normal. (60-year-old female
(54-year-old male patient with NYHA Class III HF) patient with NYHA Class IIT HF)
I needed to be reassured...and to understand that what I I think it is important that between you and your phys-
was feeling was not strange or wrong...I only wanted ician a compassionate relation sets up. Patients need for
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human relations not for I mean, I would like a physician
that make you feel welcomed; that is close to you and
show you that he/she is genuine interested in you and in
your health condition. This is the essential condition to
led to patients to take care of his/her own health.
(54-year-old female patient with NYHA Class III HF)

I can’t do anything for my husband...I was like shocked.
(Caregiver, wife)

Managing arousal: seeing myself in a new light

In the subsequent phase of ‘arousal’, patients feel scared
by having been diagnosed with HE. This emotional con-
dition makes them hyper attentive of every symptom
their body produces. Symptoms are conceived in this
phase as an ‘alarm bell’, which makes the patient
worried and risks activating dysregulated emotional
responses in them.

When I perceive a new symptom from my body, I feel
really scared and I am in a tizzy. (60-year-old female
patient with NYHA Class IIT HF)

Symptoms make me feel worried and rather than going
to my doctor I would like to escape. (54-year-old female
patient with NYHA Class III HF)

Patients have more information than in the previous
phase about what happened to them and the causes of
their condition, although still stereotypical and superfi-
cial. Moreover, they still feel behaviourally unequipped
to effectively manage their new condition. In this phase,
the physician is conceived by the patient as a ‘vicarious’
or ‘protective father’ who should help the patient to
work on the facts, impressions and emotions that they
find difficult to cope with. This allows the patient to test
behavioural caring patterns and learn to manage emo-
tional response to cope with the new health condition.

I met a doctor really careful in explaining me everything
I asked her. Once, I experienced a stab and I right away
thought of death. Fortunately I took courage and I told
her my worries, She told me that it was not an alarming
symptom even if she understood my concerns. This
made me immediately feel well. (54-year-old female
patient with NYHA Class III HF)

When coping with the new condition by themselves is
not possible, individuals seem to enter in to contact with
their new self and role (as a patient) and legitimise the
health professional, who may supply them. Patients’
levels of awareness about the disease and its impact on
the self and their ability to develop a trusted connected-
ness with healthcare providers influenced their percep-
tions of HE This helps patients to develop skills to
integrate new knowledge, which in turn helps in man-
aging their medical prescription. In this phase, patients
revealed how they were challenged to integrate new
information, adhere to complex medication regimens
and lifestyle changes, and navigate an ever-changing

health system. In this phase, caregivers act like nurses
thus taking care of the disease managementrelated
activities that the patients are not able to do by
themselves.

I know that everything takes time. But is so frustrating
because I don’t know what doctor, what form to give
who, and there’s different doctors for everything that tell
you many many things and I often can’t remember any-
thing when I go out of the visit room. (75-year-old male
patient with NYHA Class II HF)

When I am at home, in front of the pillars and try to do
everything as my doctor told me...it is not easy and I
often fail in doing exactly what I should do. (54-year-old
female patient with NYHA Class III HF)

I completely assist my father when he has to take medica-
tions or need to go to the doctor for the followups...
even if I need to be strongly guided by the doctors
because I am not so confident with this disease.
(Caregiver, son)

Learning to self-manage: hanging on to the cardiologist as

an authoritative expert.

The ‘adhesion’ phase comes when patients have enough
knowledge and behavioural skills to effectively adhere to
medical prescriptions and feel sufficiently confident in
their own emotional strength to cope with their health
condition. The label ‘adhesion’ was chosen as it well sug-
gests the act of sticking to something, either literally or
figuratively: in this case the patients totally rely on their
cardiologist’s advice. Patients described how they transi-
tioned into regular care by learning to assimilate the
diagnosis of HF and its medications into their daily
routine without losing their sense of self, relationships,
jobs or their normalcy. Successfully moving through this
process entailed developing self-confidence and gaining
personal insights. In this phase, patients seemed to have
a good understanding of what was happening to their
heart, but still had little comprehension of what many of
their heart medications were intended to achieve.
Moreover, they cannot enact medical prescriptions when
some contextual conditions vary (ie, when they go on
holiday).

For example, when a patient coughs and this symptom
annoying him, he tends to focus his attention on this
body signal even if for us (doctor) it doesn’t care. Then
this symptom becomes a sort of trigger that leads patients
to indiscriminately search for information to solve the
problem. However, they often are not equipped to search
for the right information and to find the right source of
information because they have not acquired the right
skills to distinguish a severe symptom from an innocuous
one. (Physician)

I always follow what the doctor tells me. Everyone is good
at something different and I am not a health specialist. I
know it is modern to have something to say about
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everything, even something I am not good at, but, in this
moment I can’t and this is not my case. (70-year-old male
patient with NYHA Class II HF)

In this phase, patients succeed in understanding and
managing new symptoms based on physician counsel-
ling, and on the increasing awareness about their body’s
signals. Patients revealed the need to hang on to the car-
diologists’ authority and prescriptions, which they con-
sidered as a ‘lifeline’, waiting for the time when they will
be able and self-confident to self-manage. Other sources
of information such as the internet, friends, neighbours
and support groups are used as means to collect infor-
mation to be discussed with the physician. The physician
is perceived as an authoritative expert and this allows
patients to feel confident and not alone when engaging
in self-management, not only in regard to drugs but also
to physical activity, healthy diet regimen, stress manage-
ment and effective symptom monitoring. It is notable
that patients refer to the cardiologist as the main point
of reference for their global HF management and do
not make use of other sources of information to manage
their disease. GPs are sometimes asked to give them
general health advice.

No! I leave myself on doctor’ hands because for this he
go many years to school! (70-year-old male patient with
NYHA Class III HF)

I prefer not to go on the Internet...because it is so con-
fusing...my doctor [the cardiologist] makes me quiet and
thanks to him I succeed in staying healthy! (75-year-old
male patient with NYHA Class II HF)

It generally leads them to employ positive coping strat-
egies and to accept the guidance of an authoritative
figure as a reliable point of reference. Rather than
seeking knowledge to support self-care, participants still
preferred to relinquish responsibility for management to
their physicians even if they recognised that they them-
selves also have a role in maintaining their health. The
vast majority of patients expressed a ‘blind’ or strong
faith in their physicians to make decisions on their
behalf and would follow professionals’ advice regarding
self-care without seeking knowledge of HE.

I have a role in my care and I always have had my own
responsibilities in obeying them. (74-year-old female
patient with NYHA Class III HF)

I am not a substitute of the doctor, but I think to be able
to help my husband with his treatments because in these
years I learned a lot of things such as how to maintain a
correct diet and to do what make me healthy!(74-year-old
female patient with NYHA Class III HF)

Further, the caregivers, who until now are not per-
ceived by the patient as a solid anchor, at this stage
become sufficiently skilled to facilitate the process of
patients’ engagement by supporting them both at an

emotional and practical level. In this phase, the care-
givers are able to provide effective support to patients as
they have gained a valid repertoire of disease manage-
ment skills to deal with the unpredictable and sudden
variations of the patients.

My wife asks me to help her when she has to go to the
doctor...I usually take notes of drugs and dietary sugges-
tions...then I emotionally support her when she goes
down... (Caregiver, husband)

Help me in making sustainable life plans: the physician as a
trusted ally

After having finally accepted the disease, a ‘new normality’
feature enters the patients’ life thus allowing him/her to
make life plans—sometimes thus passing from the ‘adhe-
sion’ to the ‘eudaimonic project’ phase, which may be con-
sidered a full engagement status (see figure 1). Inspired by
the positive psychology movement, we used the term
‘eudaimonic project’ to indicate a general state of well-
being that could be achieved through the patients’ per-
sonal development and growth, and through finding
meaning in their lives. In this phase, the doctor is required
to support the patients in identifying tailormade and
context-based disease management strategies and to help
the patients in making renewed life plans. The patients in
this phase described their doctor as a ‘trusted ally’ they
rely on and of whom they ask for counselling on demand.
The doctor succeeds in this role if he is able to provide the
patient with a vision for the future and to help the patient
to reframe care prescriptions into different settings.

Yes, I do help the doctor because I live with my medical
condition and I am experienced. I have had it for years. I
know my problem, I know myself and I know my body, so
I would report anything new or different that would help
the doctor. (54-year-old female patient with NYHA Class
I HF)

The patient, in this phase, becomes an experienced
testimonial of good self-care practice able to become, in
turn, a caregiver of others similar to him/her. To pass
from the adhesion to the eudaimonic project phase
patients need to recognise in themselves an autonomous
and skilled actor within the healthcare context.

Finally, this phase of full engagement features patients
who have become co-constructors of their health, capable
of enacting meaningful health management that allows
them to make improve their quality of life. Patients have
fully elaborated their health condition and accepted that
the patient self is only one of their possible selves. They
are also able to recognise their internal resources as useful
to project satisfactory life trajectories for their future.

For me as a person, them taking care of me and me
making a commitment to do it was wonderful [..] I
wanted to be engaged in taking care of my heart. I felt it
was more of a two way thing [...] I felt I was making a big
contribution to my recovery [....] I felt empowered and
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hopeful for my future. (75-year-old male patient with
NYHA Class IT HF)

In this phase, patients are able to effectively search for
focused and updated information about their disease
and medications. This allows them to give full sense to
their health experience; moreover, they have fully elabo-
rated the impact of their health condition on their daily
life and are able to effectively enact healthy behaviours
at the right time even when contexts change. Patients
who reached this status have also developed a new per-
spective towards their disease that now can be thought
of and integrated in a wider life project. Informal care-
givers enact the role of a ‘life buddy’, who shares with
the patients the whole life experience beyond illness.
The main need of the caregiver in this case is to discover
new life potentiality with his/her loved one and to be
supportive in a renovated social inclusion.

My husband became autonomous and now he can see
again our future. (Caregiver, wife)

We now need to look at our future...unless my disease.
(75 year-old male patient with NYHA Class II HF)

DISCUSSION

This study showed how patient engagement within the
HF care setting is developed and maintained, or inhib-
ited. Patients with HF describe their engagement in
healthcare as a processlike and multidimensional
experience resulting from the combined cognitive, emo-
tional and conative enactment of individuals towards
their health management. These experiential dimen-
sions play specific driving roles in the subsequent phases
of the process (blackout, arousal, adhesion and eudai-
monic project), thus confirming previous findings with
patients with diabetes.”

Yet, the model that emerged illustrates that patient
engagement is based on a meaning-making process
enacted by the patient after the critical event (HF). This
implies patients’ ability to give sense to their care experi-
ence and, to their disease, symptomatology and treat-
ments and their changes along their illness course.
Moreover, data revealed that the possibility for patients
to enter the process of engagement is connected to
their capacity to make meaningful their relationship
with the other me (ie, his/her new identity as a patient)
and with the other but me (ie, the other/s involved in the
care relationship, mainly the cardiologist; see figure 1).

Our results show some similarity with other conceptua-
lisations of patient engagement currently present in the
literature. Hibbard et al* describes engagement as “the
patients’ motivation, knowledge, skills, and confidence to
make effective decisions to manage their health,” thus
highlighting the importance of fostering patients’ ability
to improve their health literacy and enact healthy beha-
viours. Also, Gruman et al** conceives patient engage-
ment as a set of behaviours and actions that allow

individuals to effectively manage their health in order to
obtain the greatest benefits from their healthcare. The
model emerging from this study, although confirming
the relevance of the cognitive and behavioural compo-
nents of the engagement process, clearly casts light on
the crucial role the patients’ emotional elaboration of
their disease engage in their care. Our results find con-
firmation in previous frameworks that represent phases
of cognitive readiness for behavioural change.***’
According to these approaches, a staged view of patient
engagement suggests that a full engaged status is the final
element in a series of cognitive, emotional and behav-
ioural changes and disease-related events and experi-
ences48; and that patient success at any point in the
process may depend on success in earlier phases. We
hypothesise that patients need to sequentially pass
through each of the identified phases of the process on
the way to becoming effectively engaged in their health
management. These phases have some similarities with
the stages of change in the Transtheoretical Model,49
which includes precontemplation, contemplation, prep-
aration, action and maintenance stages. The
Transtheoretical Model emphasises motivation and readi-
ness but does not explicitly deal with issues of emotional
elaboration and disease acceptance. This model mainly
focuses on the behavioural and cognitive factors at the
base of patients’ ability to selfmanage. In our model,
instead, individuals’ emotional elaboration plays an
essential role in how they cope with situation of illness,
thus influencing their engagement towards their health.
The transition from sporadic engagement to regular and
effective behaviours to manage their own health involved
confronting a variety of meaning-making actions, each of
which contributed to the individual’s subjective percep-
tions about the impact of HF on their identity and every-
day life,”” as shown by previous studies.”’ When HF
interferes with the healthy individual’s established iden-
tity the person tends to regard himself/herself as a not
fully functioning individual such as an inhabitant of a
luminal space that narrows his/her identity to one of a
patient. Reconstruction of a positive self is not only
limited to the patient one contributes to mitigate the dis-
ruption of the heart disease but also to facilitate them in
the recovery of a ‘new normality’.

Moreover, our data cast light on the complex and chal-
lenging nature of patients’ engagement trajectories
when approaching their disease management and the
crucial role of the patient-doctor relationship in foster-
ing it.”! To deepen the role of the care relationship in
promoting the engagement process, further research
may also be devoted to understand the role of family
caregivers in supporting it.

To trigger the process of engagement, the cardiologist
should play the role of a ‘gate keeper’, a sort of ‘rela-
tional catalyser’, for helping patients to activate the
meaning-making actions that sustain the passage from
one phase to another. A physician who ‘gives the patient
a key’ to understand what happened and functions as an
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‘emotional container’ for the patients, could be a cata-
lyser to get this process off the ground. These evidences
are consistent with those developed in previous research
on patients with diabetes, which clearly underlined the
importance of accompanying patients in the elaboration,
acceptance and incorporation of their disease (and its
treatment) in a new, achievable plan for present and
future life trajectories on the bases of their subjective
experience of health engagement.

CONCLUSIONS AND PRACTICE IMPLICATIONS

The diatribe around the dialogue among paternalism or
partnership in the patient-doctor relation finds some
answers in our results, which suggest the need for a
paternalistic approach to care in the early steps of the
engagement process as patients in these phases showed
a strong preference to defer decision-making to their
health provider, because it allows them to take the time
to understand the nature and causes of their disease
and gradually learn to deal with its implications on their
life. On the basis of this, it will be important to find ways
of engaging patients only when it is an acceptable status
and not an unwanted burden for them.”

Our results suggest the need for considering the
patients’ direct experience of engagement with their
disease management in order to give the patients the
power to choose their position towards the doctor and,
more in general, towards healthcare.”®

This study offered insights towards the dynamics that
feature the HF patients’ engagement experience and cast
light on the individual and relational processes that occur
when this process develops. In particular, our results
strongly highlight the crucial role of the physician in fos-
tering the engagement process as their behaviours may
reinforce or challenge patients’ ability to engage in the
healing process. Moreover, making patients autonomous
in managing their care means that the doctor should grad-
ually lead the patient to acquire the skills and confidence
to effectively engage in the care process. This means also
to attune communication style and adopted vocabulary to
the level of patients’ experience and understanding of
their disease condition—as suggested by other studies in
this field.>* *° According to this statement, new technolo-
gies for health should also be employed bearing these
premises in mind.”® " In the early phases of the process, it
is reasonable that the patients need to delegate the
responsibility of decisions about their care to the physi-
cians. It is hoped that our model and its practical implica-
tion for the patient-doctor relationship may help
clinicians to think in a fresh way about encounters with
patients and about their role in fostering their health
engagement. This also implies the need for attuning the
patient—doctor relations to the meaning-making process
enacted by patients with HF along their engagement con-
tinuum. This model also well underlines the importance
of not merely fostering the patients’ health literacy but
also providing behavioural education. Patients should be

supported in their process of emotional elaboration of
their illness experience and identity reconfiguration in
order to maintain their daily life in spite of the disease.”®
Future research should be aimed at deepening the results
by studying the experiential perspectives of the other
actors involved in the healthcare. For instance, to better
understand the possible role of GPs and physicians of
other specialties (ie, especially in diabetes and renal care)
in managing patients with HF may be valuable for translat-
ing this study’s implications from the hospital settings to
ambulatory care. Other countries also have specialist
nurses and patients with HF who come into contact with
other professionals such as physiotherapists or dieticians
and these are missing from our results. Based on our data,
the main figure present in the patient engagement experi-
ence is the hospital cardiologist. It is possible that these
results may depend on cultural and organisational specifi-
cities. This point suggests the need for further cross-
cultural investigation to test the transferability of this
model to other healthcare systems. Moreover, in order to
improve the study evidences, a more articulated data col-
lection and analysis according to patient’s age and
comorbidity—including patients affected by advanced HF
(NYHA IV)—would be worthwhile. Finally, it would be
useful to extend this study by collecting stories of dissatis-
faction with care services and health providers in order to
better address patients’ unmet needs when engaging in
their care.
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