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Abstract

The modern management of chronic heart failure has led to improved life expectancy, functioning and health-related quality
of life (HRQL). HRQL measures the effects of an illness or a treatment from the patient’s perspective. It is now recognised
that the patient’s perspective is as legitimate and valid as the clinician’s in monitoring health care outcomes. Although there
are a number of quality-of-life measures, which can be separated into two types—generic and disease specific—many have
been developed, with little or no account being taken of the patient’s perspective. Because most of the widely used measures
are not patient centred, they may lack sensitivity and specificity in determining those aspects of HRQL important to individual
patients.

This paper reviews the use of quality-of-life assessment tools in the evaluation of patients with heart failure.
© 2004 European Society of Cardiology. Published by Elsevier B.V. All rights reserved.
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1. Introduction

Coronary heart disease (CHD) is a major contributor
to morbidity and mortality in Western societies [1]. Both
the longevity of the population and advances in treat-
ment have led to an increase in the prevalence of CHD
in the population in developing countries [2]. Major
advances in terms of prevention, treatment and rehabil-
itation have improved prognosis. As a result of these
interventions, there is a population which is both older
and more susceptible to morbidity due to advanced
CHD. Modern management has led to improved survival,
which is leaving more patients with a significantly
damaged heart that is likely to fail at some time in
the future [2].

2. Outcome of chronic heart failure

The diagnosis of heart failure has a comparable
mortality rate to that of a diagnosis of cancer. Compar-
ison with the West Midlands Regional Cancer Registry
showed that 1-year survival rates for patients diagnosed
with heart failure are worse than the 1-year survival rates
for those diagnosed with breast, prostate and bladder
cancer [3]. These findings support those of Stewart et al.
[4] who studied the prognostic impact of heart failure
relative to that of ‘high-profile’ disease states, such as
cancer. They identified all patients with a first admission
to any hospital in Scotland during 1991 for heart failure,
myocardial infarction or the four most common types of
cancer specific to men and women. Five-year survival
rates and associated loss of expected life-years were
compared. Their data showed that patients admitted to
hospital with a diagnosis of cancer often survived longer
than those with a diagnosis of heart failure. They
concluded that, with the notable exception of lung
cancer, which is worse, heart failure is as ‘malignant’
as many common types of cancer and is associated with
a comparable number of expected life-years lost [4].
Heart failure is associated with poor health-related quality
of life (HRQL; [5]) and increasing dependency [6] and
may result in prolonged and frequent hospital admissions
[7.8].

3. Effect of chronic heart failure on quality of life

In recent years, medical care has become increasingly
concerned with the management of chronic diseases. In
these cases, the aim of a medical management plan is to
optimise the patients’ quality of life. Over the past decade,
there has been a growth in the use of quality-of-life
measurements as an indicator of health outcome [9,10].
Chronic heart failure (CHF) is no exception to this, where
the goal of treatment is not only to prolong life, but also to
relieve symptoms and improve function. Improving quality
of life is an important goal of medical therapy; it is
increasingly being seen as an important outcome to be
measured in clinical research [11]. The medical profession
has been slow and, perhaps, reluctant to quantify such
subjective, personal and human characteristics, preferring to
rely on laboratory tests, objective measures or population
statistics for information [11]. Quality of life reflects the
way a person’s mental and physical well-being is evident in
their everyday life [12]. HRQL measures the effects of an
illness or a treatment from the patient’s perspective.
Although health care professionals may be more interested
in changes in objective physical measures, patients tend to
be more interested in changes in symptoms, physical
function and social roles [13]. These HRQL measures are
particularly useful and important supplements to traditional
physiological measures of health status because they
describe or characterise what the patient has experienced
as a result of health care [11].

The main clinical symptoms in CHF patients that limit
activities of daily living and lead to exercise intolerance are
dyspnoea, tiredness and fatigue. The fundamental issue to
patients is how these symptoms hinder their life. Individuals
with CHF experience impairment of physical and functional
capacity, which imposes limitations on their life [6]. Quality
of life in CHF may be impaired by physical symptoms,
psychological problems, adverse treatment effects and social
limitations [14]. These factors may lead to individuals
withdrawing from activities and previous social contacts and
losing their social relations and social support [15]. Rifts
caused by family members struggling to meet illness-related
demands and the inability of family and friends to cope with
the deterioration of a close friend lead to withdrawal of
contact with the CHF patient [15]. The increasing severity
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of CHF leads to the individual being aware of their own
mortality; this also leads to depression, sleep disturbances
and anxiety [14]. Personal relationships, eating, sexual
activity and the ability to work are all limited and are
paralleled by an increasing dependence on others [14].
Quality of life is an opinion formed by a person’s
interpretation of their own health status in comparison with
what they might hope to be able to achieve [14]. Reduction
in quality of life is an inherent problem to the individual
with chronic heart failure.

4. Health-related quality-of-life measures in chronic
heart failure

Two approaches to measuring HRQL are available:
generic and specific instruments [16]. Generic instruments
measure a wide variety of patients and usually cover a wide
range of HRQL domains, including, e.g., functional
capacity, disability and distress. Specific instruments con-
centrate on particular areas of relevance to the patient group.
The choice of which instrument to use is vital, because the
content must be related to the nature of the medical
condition being treated, as well as to the effect of the
treatment under assessment [17]. Therefore, a questionnaire
suitable for the assessment of hypertensive therapy may not
be suitable for evaluating the impact of cardiac surgery [18].
Most of the research that refers to HRQL has led to the
development of measures that describe health status, which
is not the same as quality of life. Quality-of-life research
does share a number of similar fields to health status
research, but it should be concerned with the individual
rather than the group. Researchers have tended to use the
terms “quality of life”, “health status” and ‘“health-related
quality of life” interchangeably [19].

4.1. Generic measures

There are a number of generic measures available that
measure quality of life. Examples are the Nottingham
Health Profile (NHP; [20]), the Sickness Impact Profile
(SIP; [21]) and the Medical Outcomes Study 36-item Short
Form Health Survey (SF-36; [22]). These are applicable for
a wide range of groups and cover a wide range of quality-of-
life domains (Table 1).

4.1.1. Nottingham Health Profile (NHP)

The Nottingham Health Profile [20] is a measure of
perceived distress relating to severe disabling diseases.
Originally developed using public perceptions of health
status to assess factors which predict the need for health care
[23], it provides a description of how people feel during ill
health. The main aim of the measure is that it should reflect
the individual’s rather than the professional’s definition of
health. The NHP is a short scale and, thus, can be self-
administered and is suitable for use in postal questionnaires;

however, its short length means that it does not provide a
comprehensive assessment. Extensive testing has found the
NHP to be reliable and valid [24-27]. However, it has been
used in a number of clinical trials in heart failure and
produced variable results [28—31]. This may have been due
to its lack of sensitivity to symptoms experienced by
patients with CHF. It may also be caused by its inability
to detect minor illness, and therefore, minor improvements
over time are not detected [32]. The assessment of pain is
important in the NHP. This symptom is uncommon in CHF,
and therefore, the content validity in relation to CHF is
reduced. More studies are required on the validity and use of
this measure in CHF.

4.1.2. Sickness Impact Profile (SIP)

The Sickness Impact Profile [21] is a generic measure
which is widely used in angina. This was developed as a
measure of perceived health status for use across a wide
range of health problems. Sickness is measured in its
relation to behaviour. The emphasis is on the impact of
sickness on daily activities rather than feelings. It can be
administered by interview, self-administered and by postal
questionnaire. High scores for validity and reliability
have been shown [24,33-36]. However, it is lengthy, and
this can be a disadvantage. When the SIP has been used
in interventional trials in CHF, it has shown variable
results in improvements of quality of life in the
intervention groups [37,38]. This may be due to its lack
of sensitivity to HRQL changes in patients with CHF.
Results in one study suggest that the SIP does not
discriminate adequately between different severities of
CHF [39].

4.1.3. Medical outcomes study 36-item short form health
survey (SF-36)

The SF-36 [22] was developed to gather information
about the individuals’ multidimensional health concepts and
a measurement of the full range of health domains, including
well-being and personal evaluations of health. It was
developed for a health insurance study by the RAND
corporation [22] and is the most widely and extensively
used generic measure [24,40]. This is due to the fact that it is
short and has been tested for reliability and validity and found
to be reliable and valid across numerous population samples
[24,40-45]. However, there are reports of ceiling and floor
effects in its use in chronic diseases [46]. It has been found to
be more sensitive to small degrees of impairment in quality of
life compared with that of the NHP. However, the SF-36
proved to be too long for inclusion in some large-scale health
measurement and monitoring studies [47].

The SF-36 is suitable for use in heart failure trials and it
can and should be used in conjunction with disease-specific
questionnaires [48]. However, the incidence and prevalence
of heart failure in the elderly population is high [3,7,49-51],
and when this is taken into account, the usefulness of the
SF-36 is doubtful. A study of older adults found that there



Table 1

Properties of generic quality-of-life measures

Measure

Nottingham Health Profile [20]

Sickness Impact Profile [21]

The 36-item short form health survey (SF-36) [22]

Description

Measure of broad health status among patients with angina.
Developed in UK based on lay perceptions of health status.

Measure of perceived health status that would provide a
descriptive profile of changes in a persons’ behaviour due

to sickness. Developed in the United States.

Measure of function and well-being. Used in a

wide variety of circumstances.

Acceptability and
appropriateness

Validity

Reliability

Comments

Short, simple, inexpensive,
self-administered, postal
administered.

Designed for use as a
population survey.

Established in the
development method
where items were drawn
from lay experience.
Numerous applications in
clinical and community
settings. Successful
outcome measure with
heart transplant patients in
UK [25,26]

Test—retest technique
reported as high [20]
Sensitive to change [27]

Does not provide
comprehensive
assessment.

High nonreturn

rate if high number
of zero scores focuses
on negative experience.
Does not detect
minor illness and
minor improvements
over time not
detected [32]. Large
numbers of relatively
fit members of the
population survey
would gain low NHP
scores.

Content validity is
reduced, as pain is an
important item; this
symptom is
uncommon in CHFE.

May lack sensitivity
to symptoms
experienced by
patients with CHF
[28-31].

Limited measure of function; some disabilities are not
assessed. Requires supplementation if used as a broad
measure of health-related quality of life. People who score
zero cannot show improvement over time.

Self-administered, postal
and interview administered.
Wide application used in
chronic and acute illness.
Adapted for UK population

Validity trials compared SIP
with subjective ratings made
by respondents with clinical
assessment and functional
assessment instruments
[21,35].

Test-retest technique is high
[21].

Interview administrated
score better than self-
completed and postal
version.

Sensitive to change in
clinical trials [21,36].

Lengthy, repetition of
items, major commitment
to interviewer training

May not discriminate
adequately between
different severities
of CHF [39]

May lack sensitivity
in CHF due to HRQL
changes in these
patients

People need to be regarded or regard themselves as ill.

Short, inexpensive
Self-administered,
postal and interview
administered.
Becoming the generic
measure of choice.
Widely used as a
proxy measure.
Multidimensional
Response rates are
high.

Covers a wide range
of areas affected by
ill health.

High degree of
validity in a number
of populations
[40,42,43]

Test—retest

technique and

internal consistency

is high in physical

and mental health
domains [40,44,45].
More sensitive to small
degrees of disability than
the NHP.

Too long for

some trials [47]
High degree of
missing responses
in the elderly.

Fails to address
some areas of
function, e.g., sleep.

Reported ceiling
and floor effects
in chronic
diseases [46]

Insensitive to
small clinical
change which
may be due

to influences
of comorbidity
[56]
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were missing responses associated with the questions on
work and vigorous activity, frequently regarded as not
applicable by elderly people [52]. Hayes et al. [52] surmised
that people under 75 years old could usually complete the
SF-36 without difficulty, but those older than 75 years may
need assistance, especially if they have poor physical and
mental health. It has been suggested that administration by
interview may be the best way to use the SF-36 in the
elderly population [53]. O’Mahony et al. [54] found that
there was a high response rate to the SF-36 in older stroke
patients when it was administered as a postal questionnaire.
However, the poor completion rates in older stroke patients
and consequent inability to compute scores for a large
proportion of responders in certain scales raises concerns
about the perceived relevance of these sections [54]. When
data quality indicators were examined, it appeared that
postal administration of the SF-36 is not appropriate for
assessing quality of life in older stroke patients [54]. The use
of an interviewer improves response, but factors which
influence health status, such as physical and cognitive
dysfunction, have a significant effect on response rates.
Therefore, the usefulness of the SF-36 in a predominantly
elderly heart failure population is questionable [55].
Comorbidity associated with elderly patients may also
cause insensitivity to small clinical change [56].

An advantage of generic instruments is that they make
it possible to compare outcomes across disease groups and
different types of intervention. Health economists fre-
quently employ these measures, as they can be used to
guide resource allocation. However, these general meas-
ures are likely to be insensitive to change that is related to
CHF.

4.2. Disease-specific measures

Researchers started to use specific measures of quality of
life to increase the responsiveness of the measures to the
patients being studied [16,57]. There are a number of types
of specific measures: disease-specific, function-specific and
informal measures. These can be used on their own or
grouped together and used as batteries. Disease-specific
instruments have been developed to be suitable to the
problems associated with a specific medical condition,
although they may have a narrow range of application
[58]. A review of quality of life in cardiovascular disorders
concluded that there are doubts about current concepts and
measures [59]. HRQL measures have been poorly devel-
oped in relation to cardiovascular disease. CHD patients
usually have other comorbid conditions, which generic
instruments may not detect [56]. If only generic instruments
such as the SF-36 are used to assess differences in, or
changes to, HRQL in CHD patients, then the probability of
making an incorrect conclusion is altered, in an unpredict-
able manner [56]. The majority of cardiology research has
used inadequate HRQL measures [60], and until recently,
very little work has been undertaken in CHF.

A comprehensive review of quality-of-life evaluations in
CHF found there were important differences between differ-
ent quality-of-life questionnaires [14]. This paper reviewed
the design and validation of both generic and disease-specific
quality-of-life questionnaires, which have been used in
clinical trials of CHF. The aim of the review was to consider
the impairment in quality of life that may occur in a patient
with CHF. First, the authors reviewed the characteristics of a
quality-of-life questionnaire, which would make it a useful
instrument to evaluate quality of life in chronic heart failure.
Second, they evaluated the performance of both generic and
disease-specific quality-of-life questionnaires when used in
clinical trials in CHF. They argue that quality of life is an
opinion formed by a person’s interpretation of their own
health status in comparison to what they might hope to be able
to achieve. This review concluded by saying that no instru-
ment has measured quality of life in heart failure trials in a
reliable or valid way, and therefore, an obvious need exists for
the development of valid and reliable instruments [14].

There is no unified approach to the measurement of
quality of life, and little agreement has been found on what
it means [61]. There is no clear theoretical basis for quality-
of-life measures, and this has created confusion and
misunderstandings amongst researchers and practitioners
with regard to which tool to use in research [62]. This has
been echoed by a number of researchers who have studied
quality of life and acknowledge that the conceptual
ambiguity, doubtful validity and reliability, inappropriate
methods and the weak statistical analyses of the data have
restricted the use of quality-of-life measures [9,63].

Researchers have been encouraged to select a measure
that is reported as being reliable, valid and easy to
complete. However, they are faced with a substantial
number of instruments to choose from in some areas and
a famine of tools in other areas. It would seem that
researchers are guided towards instruments more by fashion
than efficacy; instruments are used indiscriminately by
researchers because so many others have used them before
[64]. However, generic instruments are generalisable to a
large patient population, and these instruments will be used
repeatedly in different studies to allow for comparability of
the client population.

The choice of quality-of-life instrument should be based
on issues relating to the ability to demonstrate reliability and
validity to change over time or the psychometric properties
of the measure [65]. Reliability is assessed in two ways:
test-retest reliability and internal consistency. The former
requires the administration of an instrument on two separate
occasions to the same population. The correlation of scores
provides an estimate of the reliability of the measure. It is
usually determined using Pearson’s correlation [66]. Internal
consistency involves testing for homogeneity of the items
contained in the questionnaire and is usually determined by
Cronbach’s alpha [66,67]; however, item homogeneity is
often mistakenly believed to be equivalent to unidimension-
ality by researchers [68].
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The validity of an instrument refers to its ability to
measure what it is supposed to measure. There are four main
forms of validity. Face validity refers to the researchers
subjective assessment of the presentation and relevance of
the questionnaire [66]. Content validity refers to the
appropriateness of the content of the instrument to measure
what it is intended to. Criterion validity is the correlation of
the measure with another measure, which is valid. Construct
validity refers to the ability of the instrument to measure the
underlying concept it claims to measure [66].

Reliability and validity are not fixed qualities of an
instrument—the fact that the reliability and validity of an
instrument have been established in one population does not
mean that it will be valid and reliable in other populations.
Once the reliability and validity of a measure have been
shown in one population, it must be reestablished in other
populations [69-71].

Traditionally, in CHF, the New York Heart Association
(NYHA) classification system has been used to assess
functional status [72]. This scale assesses a combination of
physical symptoms and limitations. The NYHA is the most
widely used system, but it has been shown to be
unresponsive to change, has a high degree of interobserver
variability and the perspective is that of the doctor rather
than of the patient [73].

4.3. Disease-specific measures in chronic heart failure

Disease-specific questionnaires are designed to obtain
information about quality of life in patients with heart
failure. There are several tools in this area, including the
Quality of Life in Severe Heart Failure Questionnaire
(QLQ-SHEF; [74]), the Chronic Heart Failure Questionnaire
(CHQ; [30]), the Kansas City Cardiomyopathy Question-
naire (KCCQ; [73]), the Left Ventricular Dysfunction
Questionnaire (LVD-36; [75]) and the Minnesota Living
with Heart failure Questionnaire (MLHFQ; [37,76]).
According to the literature, the three most commonly used
are the QLQ-SHF, CHQ and MLHFQ ([77,78]; Table 2).

4.3.1. Quality of Life in Severe Heart Failure Questionnaire
(OLO-SHF)

The QLQ-SHF [74] is a 26-item questionnaire which uses
a Likert scale to quantify physical activities and a visual
analogue scale to assess life satisfaction, social and emo-
tional factors [14]. The higher the score, the greater the
impairment of quality of life. The QLQ-SHF has been used
in a number of clinical trials [79], and its validity was
determined by correlations of the results from the question-
naire with those from comparable domains of the SIP. The
construct validity is acceptable for the domains of psycho-
logical symptoms and life satisfaction. However, it is weak
for the domains of somatic symptoms and physical
limitations [14]. Results from these trials have shown that
it is moderately sensitive to small changes in quality of life in
patients with CHF [14]. However, there is no evidence to

suggest that this questionnaire is able to distinguish between
patients with different severities of CHF, and therefore, this
questionnaire needs to be explored and tested further in
chronic heart failure [57].

4.3.2. Chronic Heart Failure Questionnaire (CHQ)

The CHQ [30] is a 20-item questionnaire, which was
developed for use in CHF [14]. It is a complex questionnaire
to administer. The questionnaire is administered by inter-
view. It has three categories: dyspnoea, fatigue and emo-
tional function. An increase in score shows an improvement
in quality of life. This questionnaire was validated in a
randomised, placebo-controlled trial of digoxin in CHF
[80]. It was found to be most responsive to changes in
dyspnoea and fatigue. The CHQ appears to be sensitive to
patients with different severities of CHF.

4.3.3. Minnesota Living with Heart Failure Questionnaire
(MLHFQ)

The MLHFQ [37] was designed specifically for use in
heart failure. It assesses the patients’ perception of the
effects of CHF on the physical, socioeconomic and
psychological aspects of their life. Patients respond to 21
items using a six-point Likert scale (0-5). It is also
possible to obtain subscale scores for physical and emo-
tional domains. The questionnaire is easy to administer,
short and easily understood. It can be administered by
interview, self-administered or by postal questionnaire. The
measure has been found to be valid in comparison with
other health outcome scales [14,81]. It has been shown to
discriminate between patients with CHF and those with
symptomatic left ventricular dysfunction. However, it does
not distinguish well between different severities of CHF
[14]. Test-retest technique found that initial low scores
tended to increase and initial high scores tended to
decrease. This suggests that regression to the mean is
operating [82].

Concerns have been raised about the MLHFQ in terms
of the patients ability to separate symptoms and impair-
ments related to heart failure from other comorbidities
[83]. The MLHFQ subscales may be less useful in quality-
of-life assessment than the total score is [83]. Although
the MLHFQ is the most popular measure, it should be
noted that it was designed to be a patient self-assessment
measure for use in clinical trials to assess the effects of
drugs or devices, [83] and not as a complete quality-of-life
assessment, thus, it is of value for some purposes, but not
for others [37]. A recent study found the MLHFQ does
not measure the concept that it is intended to measure
[78].

5. Limitations of quality-of-life measures

Quality-of-life instruments have always been seen as
long, time consuming and unresponsive assessment tools;



Table 2

Properties of disease-specific quality-of-life measures

Measure

Quality of Life in Severe Heart Failure Questionnaire [74]

Chronic Heart Failure Questionnaire [30]

Minnesota Living with Heart Failure Questionnaire [37]

Description

Measure of HRQL in patients with severe heart failure.
Items were derived from existing scales and literature.

Measure of subjective health status in people

with heart failure

Measures patients’ perceptions of the effects of CHF on

their daily lives.

Acceptability and
appropriateness

Validity

Reliability

Comments

Short.

Self-administered.

The scale’s domains are
summed to form an
overall score. The higher
the score the worse

the patients.

Determined by correlation
of the results with those
from comparable domains
of the SIP.

Construct validity is
acceptable for the domains
of psychological symptoms
and life satisfaction.
Internal consistency is
satisfactory [74].
Test-retest technique is
reported as high [74].

Trial of metoprolol detected
improvements in the
treatment group [79].

Lack of a gold standard.
Needs to be compared
with other well-validated
questionnaires.

Construct validity is weak
for domains of somatic
symptoms and physical
limitations.

Unable to distinguish
between different severities
of heart failure.

Trial results suggest that the measure is moderately
sensitive to small changes in quality of life in patients with
CHEF [14]. Needs to be used and tested further in CHF

research [57]

Interview
administered.

Personal information is
obtained from the
participant in three
categories of dyspnoea,
fatigue and emotional
function.

Able to distinguish
between patients

who improved with
those who did not

in an RCT of

Digoxin in CHF

[80].

The authors report
reproducibility with
25 patients.
Sensitive to
different severities
of CHF.

Lengthy.
Well-trained
interviewer.
Complex to
administer

Small-scale trial,
needs further
investigation.

Small numbers,

needs confirmation.

Most sensitive to changes in dyspnoea and

physical function.

Short, inexpensive, simple.
Self-administered
designed specifically

for heart failure.

Correlation has been reported
with NYHA and patients
self-rating [37].

Internal consistency has been
found to be good [81].

Test-retest technique reported
no bias.

Sensitivity to effects of
medication.

Respondents must be
instructed on how to
complete it.

Designed specifically

for use in clinical trials.

Does not distinguish
well between different
severities of CHF.

Regression to the
mean has been found
with scores [37].

Patients’ ability to separate symptoms of heart failure and
comorbidities may affect the usefulness of this measure.
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but, since the introduction and availability of shorter, easier
to understand and administer tools, there has been an
increase in their use in clinical trials [22,41,46,84—-88]. This
reflects increasing interest in the need to know how the
patient feels and how satisfied they are with their treatment.
Although it has been recognised that these tools are reliable,
they may not be relevant to individual patients; therefore,
their validity may be suspect if they do not measure
components of quality of life that are important to the
patient. Many instruments are not derived from patient
populations but from an expert medical viewpoint; yet, there
is no guarantee that medical professionals understand
patients’ quality of life. Quality-of-life measures usually
comprise a number of items to which patients respond. To
maximise the relevance of these items, they should be
derived, wherever possible, from a patient population. Many
scales, e.g., the generic and disease-specific measures
already described, were not derived from a patients’
perspective. Instead, they relied on the perspective of
professionals, and it may be the case that medical
professionals may have a different view of the aspects of
function that are important to quality of life [89].

A review of health-related quality of life questionnaires in
CHF published in 1999 found 41 studies using instruments
published between 1990 and 1998 [90]. Most commonly,
such questionnaires were used in conjunction with clinical
trials that tested the effectiveness of new medications or
treatments. HRQL related to many domains, including
disease state, physical and social functioning, social inter-
action and emotional state. The review found that 30 of the 41
studies were trials evaluating the effectiveness of a medi-
cation. The remaining studies focused on physical exercise,
positive airway pressure, nurse case management and
primary-care-related quality of life. In summary, no single
general quality-of-life measure dominated the area of CHF,
and three quarters of the studies were related to drug trials [90].

We would argue that quality of life can only be measured
by determining the opinions of patients and using these in
place of expert opinion. There may be factors that influence
a patient’s perception of quality of life that are individu-
alised and cannot be expressed in a standard tool [89]. The
individualised view of HRQL is not recognised or assessed
by generic and disease-specific measures [91]. A qualitative
approach to understanding everyday quality of life has the
potential to provide powerful and detailed information about
the context and contradictions that people with chronic
clinical conditions experience [12]. A patient’s self-assess-
ment can differ substantially from the judgment of the
doctor or of other healthcare staff [92,93]. Physicians tend to
dramatically underestimate overall social functioning, role
functioning and pain [93]. Discrepancies also exist between
patients’ measurements and patient narrative accounts [94],
and in general, there are substantial discrepancies between
patient and physician scores on the more subjective quality-
of-life domains [93]. Practitioners are often surprised at the
low value that patients attach to some aspects of quality of

life and the high value to others, which is at odds with the
viewpoint of the practitioner [95]. Therefore, other factors
are important in quality of life, which are not included in
recognised measures. Most of the widely used measures are
not patient centred and restrict a patient’s choice; therefore,
these limitations will reduce the accuracy and usefulness of
expert-driven quality-of-life tools, as they do not measure
what the patients feel contributes to their quality of life.
Patient-centred outcome instruments allow the respondents
to choose for themselves the areas of their lives that matter
[89]. Many of the tools for measuring quality of life are
based on a health status model that focuses mainly on
objective measures, and less attention has been paid to
subjective forms of assessment [12]. Quality-of-life tools in
CHF do not measure quality of life in a reliable or valid
fashion [14].

6. Rationale for a new approach

Quality-of-life measures are not aimed at the correct
target, unless an opportunity to express patients opinions
and reactions is provided [61]. Quality of life is a personal
perception, which shows the way an individual feels about
their health and/or the nonmedical aspects of their lives [61].
Most measures of quality of life in the literature impose
standard models of quality of life and preselected domains
on the individual. Many of the measures force an external
value system on individuals rather than allowing them to
describe their lives in ways that they themselves find
important [63]. What differentiates quality of life from other
measures is the need to obtain and integrate the patients’
values and perceptions into the assessment [61]. We
understand quality of life from a variety of indicators,
many of which tell us about life, but not about quality.

Assessing the patients’ experience of CHF and its
treatment is a central component of health care. Quality-
of-life measures capture the personal and social context of
patients [96]. Measures that have been developed for
clinical research cannot be easily used in clinical practice.
There is increasing interest in developing individualised
tools that reflect the perception that quality of life is unique
to individuals and cannot be adequately assessed using
standardised measures [96].

7. Conclusion

A valid measure of quality of life should be defined in
individual terms; therefore, there is a caveat to current
quality-of-life measures for use in CHF, as their meaning
and relevance to the target population are suspect. Generic
measures produce an overall representation of a patients’
assessment of their quality of life. The imprecise nature of
these measures may cover a particular aspect that may be of
major importance to the patient, therefore limiting their use.
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The measure must focus less on functional disability and
include aspects of life that give it meaning and purpose.
Physiological measurements of health status describe only
limited aspects of the individuals’ life and may not have
meaning and relevance in the context of that life [97]. The
subjective and individualistic nature of quality of life has
been defined as “the extent to which our hope and ambitions
are matched by experience” [97].

Most of the measures were designed for use in clinical
research and are therefore not necessarily appropriate for
clinical practice. Itis not the intention of this review to provide
a solution to this limitation. However, further research is
required to look at patient-led quality-of-life measures in
everyday practical care in a chronic heart failure population.
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