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Abstract 

Heart failure is a rapidly growing health concern affecting nearly 800 thousand patients in Poland. Heart failure is the pri-
mary reason for hospitalisation after 65 years of age. And although most research focuses on the treatment and functioning 
of patients, life with heart failure is usually a shared experience and has a significant impact on the quality of life of other 
family members, and there are considerable implications for caregiver well-being. Research has shown that caregivers of 
patients with heart failure reported similar problems to the caregivers of patients with other chronic diseases; these included 
physical exhaustion, high stress, depressive and anxiety disorders, and reduced quality of life. The aim of this review is to 
summarise the needs and psychological reactions of caregivers of patients treated for heart failure, and an assessment of fac-
tors that affect the burden of caregivers and reduce their quality of life.

Streszczenie

Niewydolność serca to problem dotyczący prawie 800 tys. osób w Polsce. Jest także główną przyczyną hospitalizacji osób po 
65. roku życia. Chociaż większość badań skupia się na leczeniu i funkcjonowaniu pacjentów, życie z niewydolnością serca 
jest zazwyczaj wspólnym doświadczeniem rodziny i choroba istotnie wpływa na jakość życia pozostałych jej członków. 
W badaniach wykazano, że opiekunowie pacjentów z niewydolnością serca doświadczają poczucia obciążenia i zgłaszają 
podobne problemy psychologiczne jak opiekunowie osób z innymi chorobami przewlekłymi, takimi jak przewlekła choroba 
płuc lub nowotwory. Najczęściej są to: wyczerpanie fizyczne, stres, lęk, depresja i obniżona jakość życia. Może to prowadzić 
do zjawiska wypalenia opiekuna. Celem artykułu jest podsumowanie potrzeb i reakcji psychologicznych opiekunów cho-
rych leczonych z powodu niewydolności serca oraz ocena czynników, które wpływają na obciążenie opiekunów i obniżają 
ich jakość życia.

Heart failure as a health and social problem
Heart failure (HF) is a grave socio-economic prob-

lem in the world affecting about 10 million people in 
Europe and about 800 thousand in Poland. It is also 
the most common cause of hospitalisation after the 
age of 65 years and the cause of the deaths of 60,000 
Poles a year [1–3]. Heart failure is most often caused 
by coronary heart disease, previous myocardial in-
farction, hypertension, heart valve defects, alcohol-
ism, obesity, and diabetes [4–6]. Among patients hos-
pitalised with HF the prevalence of diabetes mellitus 
is 42.6% and remains associated with increased fre-
quency of death in this population [4].

Slowing down the aging process, improving the 
treatment of other diseases, and developing new 

techniques of interventional cardiology and electro-
therapy to achieve haemodynamic improvement in 
cardiac patients are problems faced by contemporary 
medicine because of an ever-growing number of hos-
pitalisations due to heart failure. The prognosis clear-
ly indicates that in the next 10 years morbidity from 
HF will increase by 25%, and it will be prevalent in all 
cardiovascular diseases [2, 6].

In the care of patients with heart failure, the ef-
forts of doctors are focused not only on reducing the 
symptoms associated with HF and appropriate treat-
ment of diseases leading to its progress, but also on 
reducing the risk of mortality and re-hospitalisations. 
The treatment of HF has improved over the years with 
the introduction of crucial forms of therapy, such as 
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angiotensin-converting-enzyme inhibitors (ACE), 
β-adrenergic blockers, cardiac resynchronisation ther-
apy (CRT), implantation of a cardioverter-defibrillator, 
orthotopic heart transplantation (OHT), and preven-
tion of sudden cardiac death [7, 8]. One more alterna-
tive was noted – revascularisation in ischaemic HF, but 
despite common use of both percutaneous coronary 
interventions (PCI) and coronary artery bypass graft-
ing (CABG) in ischaemic heart failure, data supporting 
its role are still deficient [7]. Nevertheless, studies still 
show a 30% rehospitalisation rate and a 10% death rate 
in the first 6 months after discharge [1]. 

In order to evaluate of the severity of HF in medical 
practice, two scales are used. The first of these is the 
New York Heart Association classification (NYHA). 
This fracture is based on the assessment of the severity 
of symptoms and physical efficiency, and it groups pa-
tients into four classes. To evaluate the progress of HF 
there are classifications used less often that have creat-
ed according to the guidelines of the American scientif-
ic societies: the American College of Cardiology (ACC) 
and the American Heart Association (AHA) (stages A, 
B, C, and D). This classification is based on organic 
changes and damage to the myocardium [3]. However, 
it does not allow accurate grading of risk, especially in 
populations with advanced HF, which prompted the 
development of the new prognostic scales that allow 
the evaluation of the patient’s prognosis and estima-
tion of the potential benefits of therapy and advanced 
methods of treatment. The available prognostic scales 
in everyday clinic practice include the Heart Failure 
Survival Score (HFSS), the Seattle Heart Failure Model 
(SHFM), and the Interagency Registry for Mechani-
cally Assisted Circulatory Support (INTERMACS). 
The last one consists of seven clinical profiles, rang-
ing from patients who have little chance of surviving  
(INTERMACS level 1) to patients who are clinically 
stable and do not have indications for urgent inter-
ventions [9]. In the diagnostic process of patients with 
congestive heart failure (CHF) serum B-type natriuret-
ic peptide (BNP) is also important. What is more, BNP 
level has been reported to be strongly associated with 
CHF, independently of other predictors [10]. 

In contrast to the trajectory in dementia or can-
cer, the course of HF is characterized by periods of 
stability interrupted by sharp exacerbations, which 
are often unpredictable, life threatening, and require 
immediate medical intervention, which translates 
into the quality of life of patients and their caregiv-
ers. It has been noted that compared to the function-
ing of healthy people and people with other chronic 
diseases such as hypertension, diabetes, atrial fibril-
lation or heart attack, digestive system diseases, lung 
diseases, kidney disease, or diabetes, the quality of life 
of patients with HF is definitely lower. The factors that 
affect its reduction in particular are physical suffer-
ing, cognitive-emotional disorders, awareness of the 
immediate threat to life, and re-hospitalisations [11]. 

Research has shown that higher levels of HF advance-
ment, expressed with a higher N-terminal pro-B-type 
natriuretic peptide (NTpro-BNP), and higher NYHA 
class lead to the deterioration of the subjective QOL 
score of the patient, but to a small extent, especially 
in younger people. This may translate into the qual-
ity of cooperation with the carer, and thus the overall 
quality of care [12]. This is mainly due to reduced effi-
ciency and physical fitness, which significantly limits 
most aspects of functioning, such as social relations, 
sexual activity, or the ability to work [13], and which 
is the cause of anxiety and depression [14]. Patients 
with HF are becoming more and more dependent on 
other people, as a result of which, due to the long-term 
negative impact on health and quality of life, inability 
to work, poor long-term prognosis [15], as well as the 
heavy burden on caregivers and their families, the HF 
is associated with enormous social costs [16].

Family and the disease 

The disease in the family is not a purely individ-
ual problem of the sick person. It affects the family 
in its entirety. All symptoms appearing in a  patient, 
to a greater or lesser extent, are ‘shared’ by the other 
members of the family system, often causing disor-
ganisation of the daily and determined rhythm of life, 
thus burdening individuals with new tasks. Some of 
them may result from taking over the duties previ-
ously fulfilled by a  sick person, others may be com-
pletely new, generated by the disease [17]. The family’s 
behaviour is determined by the disease type, urgency, 
duration, and prognosis, which includes the degree of 
threat to life and possible disability of the patient. The 
premorbid system of the family, i.e. the depth of its in-
tegration and the ability to adapt in difficult situations, 
is also important [18]. However, the stress resulting 
from the new situation disturbs the balance of family 
functioning and may lead to its crisis.

The strength of the stressor, i.e. the disease depends 
on many circumstances, such as knowledge, the way 
doctors communicate and the circumstances accom-
panying this information, as well as general family 
health, not only the physical condition of its members, 
but also a wider context of factors [19]. Of course, the 
diagnosis may not always be a traumatic basis. How-
ever, when a patient goes to a ward in an emergency or 
life-threatening situation, this event is traumatic both 
for the patient and for the whole family [20].

Thus, the disease and hospitalisation of a close per-
son is an extremely difficult situation. It is a biological 
and psychological stress requiring the compensation 
by various adaptive mechanisms [18]. At the very 
beginning, it brings uncertainty and fears concern-
ing the diagnosis, course, and prognosis or, finally, 
treatment and contact with the medical environment 
[21]. What is more, hospitalisation is also a source of 
many negative emotions, such as: depression, lowered 
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mood, anger, and sense of guilt. These are the result of 
strong anxiety resulting from the direct threat to the 
life of a close relative [22]. The experience of this un-
usual and difficult situation may trigger unexpected 
psychological changes. 

Taking care of a patient is an important social is-
sue. Patients’ caregivers are an essential link in the 
health care system and a source of information about 
the course of the disease and the severity of its indi-
vidual symptoms, and their correct actions can sig-
nificantly improve the functioning of the patient. 
It is the caregivers who help the patient to perform 
daily activities, provide emotional support, and orga-
nise medical services and social assistance. Caregiv-
ing for the patient may, however, adversely affect the 
objective and subjective aspects of the caregiver’s life 
– physical and mental health, work, social activity, in-
terpersonal relations, and sex life [23].

The consequences of somatic illness and/or hospi-
talisation significantly change the current lifestyle of 
the family and caregivers. They limit the possibilities 
of normal, family, and professional life. At the same 
time, a need to undertake new activities related to the 
subordination to the health care system occurs. The 
disease also forces the learning of new, previously 
unknown care activities. It also causes resignation 
or modification of some life goals [24]. What is more, 
the treatment of a close person often interferes with 
or even prevents the satisfaction of one’s own needs, 
such as the need for security, achievements, or auton-
omy [25]. Care for a sick person may also be related 
to the deprivation of interpersonal contacts, the loss 
of individuality, and the necessity to comply with 
a regulation that differs significantly from that of ev-
eryday life [24]. This fact also results in the tendency 
of carers to neglect themselves, their interests, needs, 
and health. Communication is also shallow. Family 
members avoid confrontation, parents often do not 
know how to talk to children about the dangers of the 
disease, and they – fearing that the parent may die – 
are afraid to ask about anything. There is irritability 
and nervousness, crying, conflict, lack of strength and 
experiencing a disease that may limits concern for the 
patient [20]. What is more, greater burden and deple-
tion negatively affect the quality of care and increase 
the probability of early institutionalisation [23].

In spite of great stress, family members often ac-
cept the situation and, consequently, take construc-
tive action. 

The burden of caregivers of patients with 
heart failure

Long-term care for patient results in consequences 
that function in psychology and medicine as the con-
cept of “caregivers’ burden”. This phenomenon is de-
fined as the experience of negative physical, psycho-
logical, emotional, social, and financial consequences 

as a result of dealing with a sick person [26]. The level 
of these consequences depends on various factors, i.e. 
the degree of patient independence, number of duties, 
level of specialist knowledge about the disease and its 
treatment, preparation for the role of a caregiver, and 
available sources of support [27]. The concept of bur-
den is a complex term and is considered in objective 
terms, concerning the real deterioration of a  given 
area of life and in subjective terms – as a mental and 
physical suffering constituting a  secondary reaction 
to the existing situation and related restrictions [28].

The caregivers of HF patients are usually close 
relatives or friends of the patient, who provide help 
in everyday activities such as shopping, household 
financial management, reminding patients about tak-
ing medications, instrumental support, monitoring 
symptoms, following a  low-sodium diet, planning 
and the pace of everyday life activities, assistance in 
making decisions regarding health care, as well as in 
taking emergency measures such as knowledge, when 
to call a doctor, involvement in social activities, pro-
viding security, emotional and spiritual support, and 
care at the end of life [14, 29].

Although caring for a patient is a satisfying experi-
ence, its burden can affect the health and well-being 
of caregivers in a  negative way. When assessing the 
situation of care for patients with heart failure, it was 
noted that caregivers often do not have sufficient re-
sources to meet the complex needs of patients. What 
is more, they report that they feel unprepared for the 
role of caregiver and are not adequately supported by 
the health care team [14]. Considering the amount of 
nursing tasks they perform, they also have less time 
to take care of their own health (inadequate sleep, 
forgetting to take medication, neglecting doctor’s ap-
pointments) and often delay or sacrifice their own 
health needs to stay at home and take care of their 
loved ones. Studies have shown that the health con-
dition worsened in over half of the HF patient care-
givers. The most frequent ailments included: stress, 
prolonged fatigue, lack of energy, sleep problems, mi-
graines, and depression. It is all the more worrying 
that the majority of those who care for are older peo-
ple, who feel the consequences of physical exhaustion 
much faster [30–32]. The deterioration of their health 
was related in particular to variables such as advanced 
age of the patient, a greater number of comorbidities, 
and worse functioning of the patient [33].

The impairment of cognitive functions occurring 
in 25–50% of HF patients also significantly affects the 
caregivers [31]. In addition, progress in cardiac thera-
py, e.g. defibrillation and assistive devices, is another 
cause of greater stress due to the monitoring of the 
operation of these devices [34–36]. Many caregivers 
have also shown persistent anxiety, irritability, diffi-
culty concentrating, and general confusion, which re-
sult in depressed mood. Symptoms of depression and 
anxiety experienced by caregivers may also induce 
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psychosomatic deterioration, which in turn leads to 
increased morbidity in this population [26]. It was 
noted that people who reported higher levels of emo-
tional tension as a result of care were 63% more likely 
to die than those who did not care for the patients [31].

Other factors related to symptoms of depression 
include lack of support from other family members, 
fear of an uncertain future, significantly reduced 
material status, readmissions, as well as duration of 
care [37, 38]. However, what is interesting, those who 
have been looking after someone for less than 1 year 
showed a  higher level of depressive symptoms and 
experienced greater burden than those with a longer 
care period. This may be related to the lack of knowl-
edge and skills in patient care and frustration due to 
the loss of personal identity and unwillingness to ac-
cept oneself in the new role of a caregiver [29].

The caregivers of HF patients face a  wide range 
of care challenges each day, forcing them to change 
their daily lives. As a result, they may have less time 
for friends and other family members. When assessing 
the impact of care on lifestyle, 33% of caregivers re-
ported a significant reduction in social activity, and as 
many as 74% said that patient care had led to changes 
in their own plans or complete planning avoidance 
[30]. This is consistent with the studies of Negarandeh  
et al., in which 53% of the caregivers of HF patients 
were reported to suffer from social isolation. Moreover, 
in comparison to the general population, they showed 
a lower assessment of life satisfaction, which may also 
be a risk factor for increased mortality [30, 39].

It seems that access to rehabilitation is also a  sig-
nificant problem. It has been reported that only one 
in 22 Polish patients with HF participate in cardiac re-
habilitation programs. The inability to rehabilitate, es-
pecially patients in advanced HF periods, significantly 
translates into a  reduction in the ability to return to 
work and reduces the quality of life of patients and 
their families, which can also significantly affect the 
sense of burden on caregivers. It is therefore important 
to introduce an active “disease management” system 
comprehensive care for patients with heart failure, 
which is a continuation of the currently implemented 
system of caring for patient after myocardial infarction 
and extension of the planned care system coordinated 
as part of basic health care [2]. The goal of cardiac re-
habilitation is first of all restoring psychophysical fit-
ness and facilitating the return to active life, and the 
effectiveness of their actions depends to a large extent 
on the involvement of the patient’s family [40]. Studies 
have shown that rehabilitation of cardiac patients may 
reduce mortality from cardiac causes by 15–20% [41]. 

The role of medical staff in the care  
of the family of patients with heart failure

Considering how crucial the role of caregivers is, 
it is important to understand their needs and provide 

them with the attention they need. The better the 
well-being and quality of life of the caregiver, the bet-
ter the care provided. What is more, the correct rela-
tion of the caregiver-patient strengthens the patient’s 
sense of security, and relieves depression, anxiety, and 
loneliness. Good cooperation with the caregiver also 
results in a greater sense of control of health and a bet-
ter frame of mind, which is associated with better re-
sults in the treatment of cardiovascular diseases [14].

Currently, the assessment of the quality of life con-
ditioned by the state of health of patients and their 
caregivers (health-related quality of life – HRQoL) has 
been gaining increased significance. The HRQoL mea-
surement is an extension of traditional, clinical health 
assessment based on physical examination, and it often 
informs patients and their caregivers about the course of 
the therapeutic process and the treatment used. There-
fore, the members of therapeutic teams should be aware 
that the patient’s caregiver is an inseparable element. It 
may not only improve the patient’s self-care, but also 
facilitate communication with health care professionals 
and mediate in the aspect of negative consequences of 
care. It often occurs that the medical staff educating the 
family focuses on typical medical activities, avoiding 
the social and psychological aspects. Consultations and 
interventions should include discussions about the dis-
ease, its symptoms, and treatment options, as well as an 
analysis of the expectations and needs of patients and 
caregivers along with available formal support sources. 
Considering, however, that at some stage of the disease 
the family prepares for care at the end of life, such talks 
are all the more important and may raise additional 
concerns related to the issue of death [29]. From a psy-
chological point of view, it enables a more objective pre-
sentation of the situation of the family and can contrib-
ute to the rationalisation of the reaction to the disease. It 
can reduce tension and stress and minimise the risk of 
depression. In this context, it is worth emphasising the 
importance of the doctor-patient relationship. The kind 
of information obtained from the doctor and the way 
of its transmission may affect the psychological well-
being of the patient and the family and their attitude to 
the healing process. Therefore, the information provid-
ed by the medical staff should be clear and contain only 
relevant content adapted to the patient’s education, age, 
and emotional state. In research on the expectations of 
families related to obtaining data about relatives in the 
intensive care unit, attention is paid to the clarity, com-
prehensibility, and completeness of information and its 
transfer in a partner-like manner. The literature states 
that only 50% of caregivers of intensive care unit (ICU) 
patients are satisfied with communication with doctors 
and understand the information about the diagnosis 
and treatment provided, which does not meet the ba-
sic standards of informed consent. The patients should 
also be aware that they are being treated in the most 
appropriate way, even if radical treatment is necessary, 
often causing high levels of anxiety [35].
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In connection with the above, a  significant part 
of the work of medical staff should include conver-
sations with the patient and the family. Cooperation 
with health care workers positively affects the well-
being of caregivers, and the knowledge about care 
and the availability of specialised support sources 
provides them with more effective disease monitor-
ing, more efficient diagnosis of symptoms, and easier 
adaptation to the role of caregiver.

However, the analysis of the family situation is 
a real challenge because caregivers usually hide their 
reactions and emotions, taking care of the patient as 
their duty. Therefore, it is helpful to involve psycholo-
gists in the work of the ward. Depressive and anxiety 
symptoms in caregivers may have harmful physiolog-
ical and psychological effects. Moreover, they can in-
crease the susceptibility to infectious agents and alter 
the sympathetic nervous system and cardiovascular 
reactivity, while increasing the risk of cardiovascular 
disease in another family member [31]. Consultations 
with a  psychologist may also provide knowledge 
about strategies for coping with stress and emotions 
in difficult situations.

Considering the above, it seems reasonable to name 
the caregivers of patients with HF as “hidden patients” 
[6]. Therefore, the role and support of the family by 
medical personnel is extremely important. This is im-
portant because the experiences of the patient’s rela-
tives are overlooked and underestimated in the process 
of caregiving. In the context of this situation, the key 
role in coordinating the carer-patient relationship is 
played by the nurse, who should use each contact with 
the patient and the family to build relationships and 
encourage cooperation. What is more, due to the na-
ture of their work, family nurses have a great insight 
into the daily life of the patient and his or her relatives 
and can more accurately assess the care and nursing 
capacity of the family, which determines the overall 
care for the patient. Nursing interventions should in-
clude not only home visits, but also telemonitoring and 
ongoing individual conversations [33]. The quality and 
method of providing these benefits can undoubtedly 
affect the level of life satisfaction not only of caregivers, 
but also of patients [39]. The need to optimise health 
care resources in the aspect of financial support and as 
part of day care should also be emphasised [33].

The burden of caregivers of patients with 
heart failure and other chronic diseases

The struggle with the disease of a family member 
is a  difficult life situation, with which some people 
deal better, others worse. Patients with HF usually re-
quire 24-hour care and support, as a result of which 
many caregivers experience physical and mental ex-
haustion, feel high stress, anxiety, depression, and 
other psychological problems. This is a difficult situa-
tion not only for the patient, but for the whole family. 

However, the dissatisfaction with the current criteria 
for the assessment of treatment outcomes, as well as 
the economic aspects of health care as a whole, have 
resulted in a growing interest in quality of life research 
in recent years. They allow not only assessment of the 
impact of the disease but may also have a significant 
impact on the selection of optimal treatment methods 
and, along with clinical and functional assessment, be 
one of the most important determinants of the effec-
tiveness of therapy [42]. 

The patients of cardiology departments were sub-
jected to many studies to assess the quality of life, but 
generally they concerned selected groups of patients, 
e.g. patients after myocardial infarction [43, 44], pa-
tients with ischaemic heart disease [45], and patients 
after pacemaker or cardioverter-defibrillator implan-
tation [46–48]. Unfortunately, much less attention is 
paid to the caregivers of cardiac patients. What is more, 
there are no Polish studies dealing with the subject of 
cardiac patients’ caregivers, and the empirical verifica-
tions conducted so far most often concerned the care-
givers of Alzheimer’s disease [49], Parkinson’s disease 
[28], multiple sclerosis [50], cancer [51], or mechani-
cally ventilated patients [52]. Meanwhile, research in 
international centres has clearly demonstrated that 
caregivers of patients with HF reported similar prob-
lems to the caregivers of patients with other chronic 
diseases, such as cancer and chronic obstructive pul-
monary disease [53], which largely affects the health 
and well-being of caregivers and significantly reduc-
es their quality of life, changing it in a negative way. 
However, some differences in the context of HF may 
present unique challenges. Frequent periods of exacer-
bation leading to hospitalisation and the need to mon-
itor signs and symptoms to prevent decompensation 
are extremely burdensome [31]. According to clinical 
registers, approximately 1/4 of people with acute HF 
are re-hospitalised within three months of discharge 
from the hospital. This is important because the HF 
hospitalisation rate in Poland is alarmingly high and 
equals 6/1000 inhabitants, and 83% of all hospital ad-
missions related to HF are sudden cases [2]. 

Shortness of breath may be particularly distress-
ing, as well. In the early stages of HF shortness of 
breath occurs only with great effort, but in the pro-
gressive stages of the disease, it appears even with 
ordinary activities such as using the toilet, moving 
around the house, or washing the dishes, so many 
caregivers reported the need for support in the field of 
practical skills related to the care and rehabilitation of 
the patient and tips on how to proceed in emergency 
situations. Studies have shown that caregivers who re-
ceived such information showed lower levels of anxi-
ety, depression, and anger, and a greater sense of secu-
rity [39, 54]. Many fears concerned the administration 
of medicines to the patient, especially directly after 
discharge of the patient from the hospital and those 
used in the treatment of comorbidities [29].
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However, no references were found on the impact 
of the severity of HF on the burden of caregivers. 
However, taking into account various factors, such as 
the level of symptoms, the degree of acceptance of the 
disease, coping with stress, or individual personality 
traits, this problem seems to be extremely important 
and should be submitted for analysis. 

Conclusions

According to the literature, caregivers of patients 
treated for HF experience many negative emotions, 
such as anxiety, depression, fear, and a sense of bur-
den. The quality of care provided by a caregiver de-
creases if the resources and knowledge related to pa-
tient care are not available to them. These issues not 
only contribute to the burden and stress of caregivers, 
but also worsen the condition of patients. The lack of 
social support may lead to a  “burnout” of the care-
giver, which results in discouragement and reduced 
quality of care. In the United States, there are even 
discussions about the inclusion of psychotherapy for 
HF patients and their families. Studies have shown 
that a  short session with elements of cognitive be-
havioural therapy conducted by nurses in a group of 
patients with NS with symptoms of depression and 
anxiety has a positive effect on the quality of life of 
patients and their families [11]. Comprehensive treat-
ment and care of patients with HF is a challenge and 
requires the patient, health care professionals, and 
caregivers to coordinate their efforts as a  team. This 
will allow new therapeutic goals to be set, will im-
prove the quality of services provided, and will adapt 
the therapy to the individual needs of patients and 
create adequate support systems, which will improve 
the quality of life not only of the patients but also of 
their caregivers. 
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