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Introduction
Maintaining a good quality of life (QOL) is as important as survival to most patients living
with chronic, progressive illness.1 Individuals with heart failure have markedly impaired QOL
compared to with other chronic diseases as well as healthy population.2-5 Quality of life
reflects the multidimensional impact of a clinical condition and its treatment on patients’ daily
lives.6-8 Patients with heart failure experience various physical and emotional symptoms such
as dyspnea, fatigue, edema, sleeping difficulties, depression, and chest pain.9, 10 These
symptoms limit patients’ daily physical and social activities and result in poor QOL.11-16 Poor
QOL is related to high hospitalization and mortality rates.17, 18 Therefore, QOL in patients
with heart failure should be assessed appropriately to determine its impact on patients’ daily
lives.

Quality of life is subjective and does not merely reflect objective clinical, or physiological
status.2, 8, 19-21 It reflects patients’ subjective perceptions about the impact of a clinical
condition on their lives.22-24 People with similar conditions commonly have different
perceptions of their QOL, and outcomes vary based on patients’ subjective views.25, 26 In a
study comparing physicians’ prediction about patients’ health perception and patients own
health perception, 51% of the cases differed, and patients’ health perceptions had an important
impact on use of health care.25 Few investigators have examined QOL from patients’
perspectives. Therefore, the purpose of this study was to explore the perceptions of patients
with heart failure about QOL.

Methods
Sample and Setting

A convenience sample of 20 patients with heart failure who lived in a Midwestern city
participated in this qualitative study. Inclusion criteria were a diagnosis of confirmed heart
failure, New York Heart Association functional classes (NYHA) II to IV, and ability to speak
English. Exclusion criterion was severe psychiatric or cognitive problems. The diagnosis of
heart failure was confirmed by medical record reviews. The approval of the appropriate
Institutional Review Board was obtained. Written, informed consent for participation in this
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study for audio-recording were obtained from all patients after explanation of the purpose and
procedure of the study.

Data Collection and Analysis
The primary investigator interviewed all patients individually. Semi-structured interviews were
guided by a set of questions to standardize the content of interviews. Questions included issues
related to the impact of heart failure on daily life, definition and self-evaluation of quality of
life, and factors affecting patients’ quality of life. Questions for the semi-structured interviews
were developed by the primary investigators, and two experts in heart failure reviewed and
revised the questions. All interviews were conducted in a private room in the General Clinical
Research Center of a university affiliated hospital in 2005 and 2006. All interviews were audio-
taped. All interviews were transcribed verbatim by either the primary investigator or a
transcription specialist. The transcribed interviews and audio-tapes were carefully compared
by two investigators, the primary investigator and one of the other investigators, for accuracy.

The transcribed interviews were analyzed by the primary investigator using content analysis.
The transcribed interviews were read repeatedly for overall impressions, to determine
prominent themes and patterns, and to enhance credibility and reduce personal biases. The data
were coded and named based on shared concepts. The transcribed interviews and the coding
scheme were reviewed by two of the other investigators separately for the first three interviews
to enhance confirmability and to minimize personal biases. Each disagreement was discussed
until a consensus was reached. After the investigators’ agreement on the coding scheme,
analysis of the remainder of the interviews was continued by the primary investigator. The
transcribed interviews and the coding of the interviews were also reviewed by two of the other
investigators to enhance trustworthiness. The codes were grouped into larger categories based
on the content, and reduced to major themes through ongoing discussion by the investigators.
Demographic characteristics (age, education level, ethnicity, gender, marital status, and living
arrangement) were collected using a demographic questionnaire. Functional status (NYHA
class) was assessed by patient interview.

Results
Characteristics of Sample

The demographic and clinical characteristics are presented in Table 1. Mean age of the sample
was 58 years old, and 70% were men. The majority (90%) were Caucasian. Only sixty percent
of the patients were married, but most (75%) lived with someone. The majority of patients had
co-morbidities that included hypertension (80%), atrial fibrillation (45%), diabetes (30%), or
kidney disease (20%).

Patients’ Definition of Quality of Life
Patients’ definitions of QOL included three components: 1) ability to perform physical and
social activities, 2) maintaining happiness, and 3) engaging in fulfilling relationships. The most
common definition of QOL was the ability to perform physical and social activities. One patient
defined QOL as the ability to engage in recreational activities. “…but it [QOL] means if I got
a phone call and they said, would you like to go to Alabama fishing?, or would you like to go
somewhere?, we’re taking a trip and …..Have the energy to do that” Another patient defined
QOL as ability to perform both routine and social activities.

Quality of life probably means how well you can do what has to be done like bathing
and dressing and feeding, what needs to be done like house cleaning and grocery
shopping, and what you want to do like visiting friends or going shopping, something
like that. So, it’s how…quality of life is how well you can do those things.
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Some patients focused more on psychological factors, particularly happiness and satisfaction.
“Quality of life means, are you happy most of the time? Are you satisfied with what’s going
in your life?”

Some patients provided a more comprehensive definition of QOL.

The ability to be at peace and joy, and doing the things you want to do with the people
you want to do it with. Quality of life, the better quality of life you have, the better
you can do the things that you want to do and enjoy activities with your family.

There were examples of QOL defined as fulfilling relationships. “[QOL is] living with…
through pain and having a chance to be with the people you love and being loved. I guess,
that’s important.” “That’s [QOL is] having family around you that support you, feeling
good…”

Patients’ Perceptions About Factors Affecting Quality of Life
Patients believed that their health status, psychological factors, economic status, social factors,
spirituality, and health-related behaviors affected their QOL. Health status included physical
symptoms and physical condition. Economic status primarily included the impact of heart
failure on finances. Social factors included social support and social activities. Spirituality was
related to faith in God and praying. Health-related behaviors were primarily self-care activities.

Health status
Physical symptoms: Patients perceived that physical symptoms such as shortness of breath
and chest pain had a negative impact on their QOL. “…the quality of life, you know, to not
have shortness of breath, not have chest pain, to not have all of the things that would affect
your daily living.” Another patient also reported that physical symptoms such as shortness of
breath, fatigue, and nausea impaired his QOL.

Like being out of breath affects my quality of life because that limits how much energy
I have to do anything and also have…I don’t know how much directly related to my
heart failure or not, but I have constant battle with nausea.

Physical condition: Several patients reported that their physical condition had an impact on
their QOL. “I think to be in otherwise good physical condition, ideal weight, and good nutrition
[had an impact on QOL].” “I might feel better if I could lose just a few pounds…I don’t know
just…maybe rest and relaxation.” Some patients reported that their clinical condition such as
their heart function had an impact on their QOL. “Well, one of the obstacles [to improve QOL]
could be my heart.”

Psychological factors
Mood: Good mood had a positive impact on patients’ perception of their QOL. “And maintain
good…I think even more than the body, you have to have a good mind and spirit to deal with
the changes that your body…” Bad mood had a negative impact on patents’ perception about
their QOL. “I guess just the barriers [to improve QOL] would be stressful situations, whether
it be with family or home or community of whatever.”

Positive outlook: Many patients perceived that maintaining a positive perspective or attitude
helped them maintain a good QOL.

I don’t blame my problems, or misfortunes, or good fortunes on anybody else. I just
set goals, and work to attain them. You get a wall and instead of turning around or
going back, you go through it or over it.

Heo et al. Page 3

Heart Lung. Author manuscript; available in PMC 2010 March 1.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



Patients said that they tried to do what they could do. “I don’t let it [heart failure] bother me.
I just go out and do what I can do. When I get tired, I rest.” Some patients tried to maintain a
positive attitude. “Try to remain positive and do the best you can.” Some patients maintained
a positive attitude by considering the possibility of worse cases or comparing their situation
with others’.

…the way I feel is that it could always be worse. I could be brain dead, or in a
vegetative state or I could’ve lost some…I think I’m pretty good shape compared to
some people. Some people are perfectly healthy and don’t know and don’t appreciate
it.

Economic status—Several patients mentioned good or bad financial situations as affecting
their QOL. “If Social Security suddenly went bankrupt or my pension stopped or, you know,
my house burned down, that would affect my quality of life.” Some patients had difficulty
buying their medications, and this difficulty negatively affected their QOL.

I’m…had to learn when I don’t have the money to buy a [medicine]…my kids tell
me, you know, but it’s so hard. I’m getting better, you know, something happen before
my check comes back in, I’ll ask them. They’re helping me, especially for my heart
medicine.

Social factors
Social support: Patients perceived that personal and material support from their significant
others had an impact on their QOL. “The most helpful thing to me is having someone to do
the house cleaning because that takes physical load off of house cleaning, but gives me an
environment that is more pleasant so live in.” Some patients mentioned that having a supportive
environment in which their needs were met would improve their QOL.

It will be nice to have some accountability or group encouragement to watch diet to
enthusiastically promote a healthy diet because you are expecting you have to cut out
…something out instead of enjoy other things…it will be nice that grocery stores have
low sodium food section or something because you have to look for every jar of sauce
or every jar of pasta, compare every label to figure out which one is best…or even if
there were a place you could order low sodium grocery online, that will be nice.

Social activities: Participation in social activities such as doing things with family or friends
or working was also identified as a way to improve QOL. “To be around your friends, have
the opportunity to go out…and having things to do.” Getting a job is also related to patients’
QOL. “Just mainly get a job.”

Spirituality—Faith or praying positively was identified as important to QOL by several
patients. “Praying, this is the most important thing [to improve QOL].” “[Important thing to
improve QOL is] let’s say…faith.”

Health-related behaviors—The majority of the patients mentioned performance of self-
care related behaviors such as taking medications, following a low sodium diet, doing regular
activity, weight control, and symptom management as ways to maintain a good QOL. “Well,
the only thing I can do is keep taking my medication, and try the diet, and see if the diet will
give me more strength.” “Take the medication, exercise, try to avoid the salt, and eat some, eat
some better food, watch the weight, and if I have symptoms, then I should call the doctor.”

Heo et al. Page 4

Heart Lung. Author manuscript; available in PMC 2010 March 1.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



Evaluation of Health-Related Quality of Life
The majority of patients’ evaluated their QOL as very good or good, despite limitations in their
daily lives. “I know I’ve had a lot of medical problems, but I really think my quality of life has
been very good.” The reasons for the positive evaluation included the consideration of possible
worse situations, ability to do some desired activities, and emotional happiness. “You can go
to hospital, or some place and find people in worse condition, so as long as I am able to take
care of myself…that’s good quality of life.” One patient evaluated her QOL based on what she
could do compared with worse cases.

And here’s people in a lot worse shape than I’m in…so…as long as I am able to walk
around and pick up the phone and call my kids or get in a car and drive down the road,
then quality of life is…not too bad.

One patient thought about the possibility of death. “Even though I can’t do something that I
can do before, I think it’s [QOL is] good. I should’ been dead so many times…and I am not…
Thank God that I’m alive.” One patient evaluated his QOL based on his emotional happiness.
“It’s [QOL is] very good. I’m quite happy.”

A few patients, however, evaluated their QOL negatively because of limitations in daily
activities and in comparison to their previous condition. “Poor…I’ve gone from being a very
active person to being a person that I can do as much as my body allows me…now I’m just a
couch potato.” One patient wanted to improve his QOL to do what he wants to do.

I’m going to go fishing. If that’s where I pass away at, that’s where I was set up go.
I worked 44 years, so I could go fishing…Scale of 1 to10, [my quality of life is] about
a 4…and I want it to be about a 9 because I’ve got a lot of work to do to get my
evaluation from 4 up to 9. So I’ve got a long way to go yet.

Discussion
Patients’ perceptions demonstrated the subjective, multi-dimensional nature of QOL. Their
definitions of QOL reflected patients’ active pursuit of happiness and relationships with others,
as well as the impact of heart failure on their daily activities. Patients reported that a variety
of factors affected their QOL. Some of these factors, such as physical symptoms are well known
to impair QOL, while other factors, such as positive outlook, economic status, social, and
spiritual factors and self-care behaviors have not been considered as extensively in the literature
as factors affecting QOL. Patients reported that their QOL was both negatively and positively
affected by these factors. Often, patients’ positive self-evaluation of QOL contradicted their
own definition of QOL and the factors affecting QOL.

Most definitions of QOL or health-related QOL used in heart failure research imply the
subjective nature of QOL.5, 17, 22-24 Alla et al. defined QOL as “a multidimensional concept,
based on the patient’s own perception of his health which integrates not only the functional or
physical dimensions of the disease, but also psychological and social dimensions (p.
337).”17 The definition of health-related QOL used by Scott et al. also demonstrates the
subjective nature: “the overall effect and outcome of an illness and its treatment on an
individual’s physical, psychologic, and social well-being as perceived by that individual (p.
84).”22 However, few investigators have asked patients about their own definitions of QOL.
The definitions of QOL provided by patients in this study were similar to those used in prior
research, but the components of patients’ definitions reflected their active pursuit of a good
QOL despite the negative impact of their condition.

Three components of patients’ definitions of QOL emerged: having the ability to perform
physical and social activities, feeling happy in daily life, and having fulfilling relationships
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with their family and significant others. Definitions of QOL in prior studies also demonstrated
the multidimensional nature of QOL.3, 7, 8 On one hand, patients’ physical ability as a
component of QOL was related to their roles such as wife, parents, husband, and a member of
society. On the other hand, their physical ability as a component of their QOL was related to
activities they pursued to gain happiness. In prior studies,8, 27, 28 physical ability related to
daily life was also a significant component of QOL. This physical ability in patients with heart
failure is closely related to the impact of their clinical condition because the majority of patients
with heart failure have symptoms such as dyspnea and fatigue,9, 29, 30 that limit their ability
to perform daily activities.15

Other key components of patients’ definitions were psychological status (happiness or
enjoyment of life) and social status (relationships with significant others). Several prior
definitions of QOL have included psychosocial status or well-being as an important
component.3, 6, 17, 22, 24, 27 Patients’ definitions, however, implied a more active meaning.
In patients with heart failure, QOL does not mean the absence of emotional distress or
psychological well-being; rather it is the ability to pursue happiness or enjoy spending time
with significant others. This key component of the definition of QOL, in part, explains why
many patients with heart failure evaluated their QOL positively despite considerable limitations
in their daily lives. This key component implies that the QOL of patients with heart failure can
be improved by changing patients’ psychological perceptions and providing opportunities for
meaningful social interaction with friends, family and significant others as well as improving
symptom status. Thus, inclusion of these key components in definitions of QOL may better
reflect patients’ subjective, overall view of QOL in heart failure. However, instruments that
are commonly used in heart failure to assess QOL do not reflect these positive aspects of QOL.
31, 32 Further studies are needed to develop items reflecting these positive aspects of QOL
and to compare existing instruments and newly developed instruments.

The majority of the patients reported that they had physical symptoms and limitations in daily
activities due to heart failure, and symptoms and limitations were important factors affecting
their QOL. Over 80% of patients with heart failure have physical symptoms such as dyspnea,
fatigue, edema, sleeping difficulties, and chest pain,9, 29, 30 and symptom burden adversely
affects QOL.6, 10, 19, 33 Worsening symptoms are the main antecedents of rehospitalization.
34-36 Patients’ poor psychosocial status such as bad mood and difficulties in financial status
negatively affected their QOL. Many patients had emotional distress and felt a burden to their
family because of their physical symptoms, which limited their physical and social activities.
Thirty to forty percent of patients with heart failure have emotional distress such as depression,
37, 38 which is also related to physical symptoms and functional status in patients with heart
failure.39 In addition, previous studies have shown that depression is negatively related to
QOL.8, 40, 41 Therefore, clinicians and researchers should assess patients’ physical and
emotional symptoms and their impact on patients’ daily lives. Several instruments can be used
to assess heart failure symptoms. The Dyspnea-Fatigue Index is a simple instrument with 4
items measuring dyspnea and fatigue and their impact on patients’ daily activities.42 The
Memorial Symptom Assessment Scale-Heart Failure also can be used to assess the frequency
and severity of various heart failure symptoms and their impact on patients’ daily lives.10 The
Beck Depression Inventory II or the Patient Health Questionnaire-9 can be used to assess
depressive symptoms.43-45 Clinicians should provide interventions based on symptom
assessment to improve symptom status and QOL. Home-based disease management programs
or multidisciplinary education and consultation programs may improve physical and emotional
symptoms, functional status, and QOL. 46, 47 48

Patients in the current study reported that heart failure negatively influenced their financial
status due to loss of their jobs or increase in medical expenses, and that their financial
difficulties negatively affected their QOL. This finding is consistent with the result of a prior
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study of patients with left ventricular dysfunction.49 Low income was also related to high
hospitalization rates in patients with heart failure.50 Thus, further studies are needed to develop
and provide effective support for those who have financial difficulties.

Other factors such as positive psychosocial and spiritual well-being and engagemetn in self-
care behaviors positively affected patients’ QOL. Many patients mentioned the positive impact
of having a positive perspective or outlook, spirituality, self-care behaviors, social support and
activities on their QOL. Despite worsening heart failure symptoms, patients tried to keep
positive attitudes because they believed that it helped maintain their QOL. However, the impact
of positive mood and outlook on QOL and other clinical outcomes has not been examined in
heart failure. Patients reported that their faith in God and praying also positively affected their
QOL. Even though the mortality rate of patients with heart failure is high,51 patients’ spiritual
needs and the impact of spirituality on their QOL has not been examined extensively in heart
failure. Among cancer patients, spirituality is associated with QOL.52-57 In one study of
patients with heart failure,58 spirituality explained 24% of the variance in global QOL.
Therefore, further studies are needed to examine spirituality and its impact on QOL in patients
with heart failure.

Patients also observed that self-care behaviors might improve their QOL. Adherence to
treatment regimens is associated with QOL in patients with heart failure and those who received
heart transplantation.59, 60 Self-care behaviors may impact QOL when they affect symptom
status. 10, 16, 61. Further studies are needed to determine the magnitude of the separate and
combined impact of each self-care behavior such as eating low sodium and low fat diet, taking
medication as prescribed, and symptom management on symptom status and in turn QOL.

Patients perceived that social support such as role replacement and providing information and
suitable environments for self-care were important for good QOL. Many patients with heart
failure are elderly, live alone and without a spouse,11, 62, 63 have impaired cognitive function,
64 and multiple comorbidities.65 Furthermore, they have to follow complicated treatment
regimens related to diet, medication, exercise, and symptom management.66 The need to
adherence to treatment regimens can produce dramatic changes in lifestyle.67 Nonadherence
can result in worsening of heart failure symptoms, which is an important factor affecting QOL.
59, 68 Therefore, self-care should be improved in patients with heart failure. For appropriate
self-care, patients need social support. The impact on social support on self-care and QOL in
heart failure has not been fully examined. In one study,69 baseline social support did not predict
12-month QOL, but the change in social support predicted the change in QOL among patients
with heart failure. Therefore, further studies are needed to examine the impact of social supports
on self-care and QOL.

Patients’ self-evaluation of their QOL was at times contrary to their own definitions of QOL.
For example, having the ability to perform physical and social activities was an important
component of patients’ definitions of QOL, and almost all patients reported that they
experienced limitations in physical and social activities since developing heart failure.
However, about half of the patients reported that their QOL was good. This contradiction
reflected the important role of positive outlook and changing personal expectation on these
patients’ self-evaluations of their QOL. Patients often evaluated their QOL positively based
on how bad things could be instead of how things actually were due to HF; and what they were
able to do as opposed to what they were unable to do due to HF. This finding raises the issue
of how to appropriately assess QOL in patients with heart failure. Should QOL be based on
the objective criteria related to their symptoms, access to support, and functional status, or
should it be based on the patients’ subjective valuation of their QOL, or some combination of
both.
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The Minnesota Living with Heart Failure questionnaire is the most commonly used disease-
specific instrument to measure QOL in heart failure, while the Medical Outcomes Study SF-36
is the most commonly used generic QOL instrument. Neither instrument reflects the impact of
positive psychological aspect of QOL or includes measurement of factors that improve QOL.
31, 32 However, patients subjective evaluation of QOL included both factors that enhanced
QOL, as well as factors that had a negative impact on QOL. Therefore, clinicians and
researchers should examine which measurements are better suited for assessing QOL among
patients with heart failure patients: measures assessing only the negative impact of clinical
condition and treatment on patients’ daily lives versus measures reflecting positive and
negative aspects of QOL and assessing the impact of positive and negative factors on QOL. A
clarification of this measurement issue in patients with heart failure could provide more
accurate reflections of patients’ actual QOL and improve the knowledge of how QOL is related
to other clinical outcomes such as rehospitalization and mortality rates.

Conclusion
Quality of life is a multidimensional, subjective concept that is affected by a variety of factors.
Patients’ definition of QOL not only reflected heart failure symptoms and limitations in their
daily life due to the symptoms, but also their active pursuit of happiness and relationships with
others. Patients’ QOL was affected not only by negative physical, psychological, social, and
economic status, but also by positive physical, psychological, and social status, and behaviors.
Patents’ self-evaluation of QOL reflected their adopted perception to their changed clinical
condition and their positive outlook.
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Figure 1.
Quality of life and its correlates in patients with heart failure
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Table 1
Characteristics of Sample (N = 20)

Characteristics Mean (± SD) or n (%)

Age (years) 58 (± 10)

Education (years) 15 (± 3)

Ethnicity (Caucasian) 18 (90)

Male 14 (70)

Marital status (married) 12 (60)

Living arrangement (live with someone) 15 (75)

New York Heart Association functional class

 NYHA II 6 (30)

 NYHA III 8 (40)

 NYHA IV 6 (30)

Heart failure etiology (ischemic) 11 (55)

Left Ventricular Ejection Fraction 34 (± 12)

Co-morbidities/Treatment

 Hypertension (yes) 16 (80)

 Arterial fibrillation (yes) 9 (45)

 Diabetes (yes) 6 (30)

 Kidney disease (yes) 4 (20)

Treatment

 Implantable cardiovascular defibrillator (yes) 9 (45)

 Coronary artery bypass surgery (yes) 5 (25)
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