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he aims of treatment in chronic heart

failure are to reduce symptoms,
improve function and prolong life.
Currently there is no patient-centred
health-related quality of life measure in
chronic heart failure. The aim of this study
was to explore health-related quality of
life from the perspective of patients with
chronic heart failure and to identify
themes for inclusion in a patient-
generated instrument.

Semi-structured interviewing of patients
with an objective diagnosis of chronic
heart failure was undertaken. Analysis of
the transcripts identified seven themes on
health-related quality of life. These were:
changes in physical ability, emotional
state, self-awareness and self-perception,
changes in relationships, symptoms,
maintaining social/lifestyle status and
cognitive aspects.

Findings from this study will contribute to
the development of a patient-led health-
related quality of life measure for use in
everyday practical care in a chronic heart
failure population.

Introduction

Recently the focus of medical care has shifted
towards management of chronic diseases, with
the aim of optimising quantity and quality of life.}3
Chronic heart failure (CHF) has been no exception
to this, where the goal of treatment is not only

to prolong life, but also to relieve symptoms and
improve function.

Quality of life is a reflection of a person’s mental
and physical well-being in their everyday life.*
Health-related quality of life (HRQoL) measures the
effects of an iliness or a treatment from the patient’s

perspective. HRQoL 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 healthcare.!

The main clinical symptoms in CHF are dyspnoea,
tiredness and fatigue, which affect quality of life
through their limiting effect on physical functioning,®
but may also give rise to psychological problems,
adverse treatment effects and social limitations.36
These factors may lead to individuals withdrawing
from activities and social contact, and consequently
experiencing a loss of social relationships and

social support.” Increasing severity of CHF leads to
the individual being aware of their own mortality,
which contributes to depression, sleep disturbances
and anxiety.® Personal relationships, eating, sexual
activity and the ability to work are all limited while
paralleled by an increasing dependence on others.®

In the past, HRQoL instruments have been seen

as time-consuming and unresponsive assessment
tools, but since the introduction of shorter, easier to
understand and administer tools there has been an
increase in their use in clinical trials.81° Although
these tools are reliable, their validity may be suspect
if they do not measure components of HRQoL 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’
HRQoL. To maximise the relevance of these items in
HRQoL measures they should be derived, wherever
possible, from a patient population.

We have shown that all currently available HRQoL
measures in CHF are expert driven; there is no
suitable patient-derived measure to assess HRQoL
in CHF.! This is a weakness and justifies efforts to
devise a truly patient-centred measure. We would
hope that the eventual development of this tool
would enable its use alongside more conventional
physiological measures of health status in CHF.
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Materials and methods

The aim of this qualitative study was to

Table 1. Definition of classifications and themes

explore HRQoL from the perspectives of Classification Theme Definition of theme
people with CHF. The sample consisted of 11 Medical history 1. Gender 1. Gender of each participant
patients admitted to a district general hospital (Participants medical 2. Age of participant 2. Age of participant at the time of

with an objective medical diagnosis of CHF
between October 2003 and February 2004.

history taken from the interview

8 3. Occupational
medical case notes) status 3. Participant’s occupational status at the

The participants were two women and

nine men aged between 57 and 72 years
(mean 62 years). All were found to have left

. Severity of

heart failure

5. Ejection fraction

time of interview

. Number of participants with a

categorised description of the severity
of heart failure, e.g. mild, moderate,

Prohibited

ion

ventricular dysfunction (of varying severity, as 6. NYHA class

- . moderate-to-severe, severe
measured by ejection fraction). 7

o [FEsios fegpiel 5. Number of participants with

Semi-structured interviews were undertaken eI echocardiographic measurement of

to ascertain how people with heart failure severity of heart failure expressed as a

viewed their HRQoL using a topic guide percentage

drawn from the literature, and which had 2 Bl 6 elsBel palts il 2

been piloted to evaluate the sequence of the specific functional status

interview, clarity of wording and questions. Z Nu.mber _Of eS| QX ESTeRS PIer
to interview

Local Research Ethics Committee approval Quality of life 1. Changes in 1. Changes in ability to perform physical

was obtained. Patients meeting the study
entry criteria were identified when they

physical ability tasks, e.g. limiting activity levels,

change of roles, considering every

(Factors participants

ted Reproduct

imi

perceived to have 2. Emotional state les
were discharged from hospital and given been caused by CHF) activity, influence of symptoms on
. . . 3. Self-awareness hvsical ability. d d th
information about the study. Interviews of ) physical ability, dependency on others
. . 4. Self-perception . .
those consenting to take part were carried out ] 2. Emotional characteristics expressed by
5. Changes in participants, e.g. fear, frustration, worry,

in the patients’ own home by the first author.
Each interview was audio tape-recorded and

relationships

anger, guilt, panic

N 6. Symptoms . Perception by the participant of the
transcribed in full. o . o )
7. Maintaining social/ condition and how it affects them,
The transcripts were analysed using an lifestyle status e.g. why had this happened to them,
iterative process in which emergent issues 8. Medication ;Omn?r;?r;r;ithemselves Lelelie e
and analytical themes were identified 9. Cognitive aspects

4. Participant’s awareness of themselves
and their personality, e.g. self-
awareness, reflection, self-preservation

using framework methodology, which is a
systematic method of mapping and charting
developing themes.!? Reliability of the codes 5
was ascertained by a second researcher

independently coding two interviews (19%

of the sample), ensuring that the findings 6. CHF symptoms, e.g. breathlessness,
were not simply based on the subjective oedema, dizziness, tiredness, chest
judgements of one individual researcher.!® The dlismomiiont e ezl agell

level of concordance between the two coders
was calculated using Cohen’s Kappa, and
was found to be highly satisfactory (interview
1: Kappa = 0.78, agreement of 86 of 107
codes; interview 2: Kappa = 0.81, agreement
of 47 of 57 codes).

. The relationship the participant now has
with others around them and the reaction
of others to them as a result of CHF

7. Participant’s experience of changes in
their social life and lifestyle

8. Participant’s experience of taking
medication for CHF, e.g. side effects,
forgetting to take tablets and reliance on
the medication

9. Participant’s experience of changes
in cognitive characteristics, e.g.
concentration, forgetting about CHF,
changes in sleep patterns

Results

Seven themes on HRQoL were identified.
Table 1 shows the definition of classifications
and themes. These themes were primarily
driven by the data but also reflect
theoretically derived dimensions of HRQoL
described in other cardiovascular measures.

Key: CHF = congestive heart failure; NYHA = New York Heart Association
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Changes in physical ability

The most common topic described changes in
physical ability, which impacted on all areas
of participants’ lives. This theme comprised
categories on change of role, considering
every activity, limiting activity levels, influence
of symptoms and dependency. Participants
described how other people in their life were
now helping them undertake tasks they
would normally have done, which had led

to changes in the participants’ roles. Each

of these participants saw the changes as
negative initially, because they were made to
curtail physical tasks before they were ready,
or prevented from doing those that they felt
they might be able to attempt. Participants
expressed a degree of anger and annoyance
about this. Most reported that they now
thought carefully about undertaking physical
exertion due to fear of inducing symptoms,
with a resulting limitation in activity levels.

Emotional state

The majority of participants expressed
negative emotions, including fear, frustration,
worry, anger, guilt and panic. These emotions
may arise due to the condition or as a result
of the reaction of others towards them
because of the condition, or were caused by
social issues such as reduced finances.

A small number described a feeling of

panic that was related to misconceptions

of CHF.

Self-awareness and self-perception

This theme includes the perception by the
interviewee of the condition and how it affects
them. Participants described their perception
of the condition in terms of why had it
happened to them, discrepancies between the
mind and body and comparing themselves to
others of a similar age. Participants described
aspects that related to self-perception. This
included self-awareness, reflection, self-
preservation, coping and not being perfect.
Coping mechanisms were discussed by
participants including: compromise, changing
how tasks were undertaken, thinking through
activities before doing them, restricting
activities, being careful and taking longer

to perform tasks. These were employed

to reduce the symptoms that any physical
activity would create.

Changes in relationships

This theme includes the relationships the
participant has with others around them,
particularly the spouse and family members,
and includes the reaction of others to them as
a result of the condition. Participants felt that
limitations in life had been imposed on them
either by other people or by the condition,
including limitations on sexual relationships as
a result of fear by their partners that symptoms
would manifest during sexual intercourse.

Symptoms

Interviewees described breathlessness,
oedema, dizziness, tiredness, chest discomfort
and feeling unwell. Breathlessness and
tiredness were the most frequently mentioned
symptoms and were a problem in relation to
physical activity. Every participant mentioned
feeling breathless, and most reported that
these symptoms were associated with
activities of daily living, including activities that
involved minimal exertion.

Maintaining social/lifestyle status

Nearly all participants described the impact
that CHF had on their lifestyle. This theme
included social life, lifestyle, stress, side
effects of medication, missing out on life and
not giving up. Some participants found that
their social life had been reduced, whereas in
some it had been enhanced. These changes
were often due to tiredness, while some
participants described the importance of
avoiding stress and how this had affected
their HRQoL. Although some participants felt
they were missing out on things in life, some
participants felt this gave them a new resolve
to ensure they didn’t give up.

Cognitive aspects

Most of the participants described cognitive
aspects of their life that were affected by
the condition. These included changes in
concentration, denial or forgetting they had
the condition, forgetting to take medication
and changes in sleep patterns. In those who
described forgetting about the condition,
they were reminded by the acute onset of
symptoms or by other people reminding them.
Several participants described how they had
difficulty sleeping or change in their sleep
patterns, perhaps caused by the emotional
concerns described earlier.
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Discussion

This study aimed to explore HRQoL from
the perspective of patients with CHF, and

to identify themes for inclusion in a patient-
generated instrument. The participants
described a number of factors that affected
their perceptions of how CHF impacted
upon them, bringing to light new information
regarding HRQoL measures.

Topics not included in current HRQoL
measures, but which were identified by

this study included: themes of changes in
relationships, maintaining social/lifestyle
status, forgetting about the condition and
medication issues. This finding suggests that
HRQoL research among this patient group

to date has not been able to fully report

their subjective experience, highlighting the
importance of producing such measures from
the patient perspective. The development of a
patient-derived HRQoL measure might help to
remedy this deficit.

All participants described the negative effects
of having CHF, which reflects the findings in
other studies.®!*-1¢ The limiting of activities
may be due to behavioural avoidance as a
coping strategy, even though this has been
linked to higher mortality in this group of
people.'”*® The participants rated the ability
to perform tasks and physical activities as the
most important aspect of HRQoL, which is
echoed in the literature.520.21

The participants in this study expressed
many negative emotions. Anxiety and fear
are commonly reported by people with
heart disease, and as early as 1967 Wynn??
reported that unwarranted fear was found in
50% of people post-myocardial infarction.
Lee et al.?® found that psychological status
was the most prominent factor associated
with CHF, suggesting that high levels of
anxiety and/or depression would have more
severe effects on HRQoL in CHF patients.

A link between extreme health anxiety and
physical limitation among people with CHF
has been reported,?*?5 which suggests that
fear and anxiety may promote behavioural

avoidance and reduce physical functioning
due to a sense of inadequacy in performing
activities of daily living.2®

The finding that relatives and friends
encourage behavioural avoidance is not new.
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It has been reported in studies of both post-
myocardial infarction and angina that relatives
may discourage activity because of their fears
for the patient.?”-2° However, family support
had significant effects on participants’
emotional states, which reflects findings from
previous research.3031

In this study all the participants described
symptoms that limited them on a daily

basis. It is well documented in cancer and
chronic obstructive pulmonary disease that
breathlessness has a major negative impact on
patients’ physical and social functioning and is
associated with anxiety.3234

Some of the participants in this study described
cognitive aspects of their life that were affected
by CHF. Cognitive dysfunction has been found
to be prevalent in this group.®® Reports indicate
that patients with CHF display deficits in
memory and other intellectual abilities, with
unclear clinical relevance.3® Sleep disturbances
are very common in patients with CHF.37:38

This study had a number of limitations. There
were a small number of participants. The
interviews were conducted after the participant
had been discharged from hospital and
therefore does not address those individuals
who have CHF and are diagnosed and treated

Key messages

® Patients’ beliefs about how chronic
heart failure affects their health-related
quality of life have been identified

@ Emotional dimensions of health
are more important than the
physical dimensions

® The development of a patient-centred
health-related quality of life measure

~_is important given the scarcity of such

measures in coronary heart disease

|
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by their general practitioners.3® The sample
contained mostly men with only two women
interviewed, although it is accepted that the
incidence of heart failure is more common

in men than women.*° The average age of
the participants was considerably lower than
the typical patient with CHF. A truly patient-
centred HRQoL measure should take account
of the impact of CHF on the HRQoL of family
members; this extended impact was not
addressed in this study.

To conclude, this study provides a description
of how HRQoL is affected by CHF from
patients’ perspectives. Themes identified

in this study will inform the development of
patient-generated items for inclusion in a HRQoL
measure. This type of HRQoL measure is sorely
needed, as most scales are derived from the
viewpoint of health professionals, who may hold
different views of which factors are important

to HRQoL.#* Psychometric properties of the

new measure will be established in subsequent
research @
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