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ABSTRACT

Introduction: Heart failure (HF) prevalence is increasing in Malaysia and brings about significant poor outcomes 
especially on the patients’ wellbeing. Despite the devastating physical symptoms of HF experienced by patients, 
other social consequences on patients are often not discussed by their health care professionals. Hence, this qual-
itative study aims to explore and understand the quality of life (QOL) for patients in Malaysia of various ethnicity 
who have been diagnosed with heart failure. Methods: Nineteen (n = 19) patients with recurrent HF were recruited 
via purposive sampling. One-to-one semi-structured interviews were conducted after patients’ informed consent 
was obtained. The aforementioned sessions were audio-recorded and transcribed verbatim. Finally, the transcribed 
data was analysed through Braun and Clarke’s framework for thematic analysis. Results: The findings revealed that 
Malaysians with HF reported either positive or negative experiences related with QOL which had an effect on their 
well-being. Four main themes emerged included physical, psychological, social, and spirituality. Interestingly, cul-
tural and beliefs consideration were important to understand these QOL themes of HF patients as a whole, especially 
in Malaysia’s multi-ethnic communities. Conclusion: Informants were able to give vivid descriptions of living with 
HF experiences and the way it affected their QOL due to the disruptive and uncertain nature of HF in four major 
themes. However, the individual themes of QOL in HF patients need to be comprehended in detail including the 
local cultural perspectives, particularly by health professionals who deal with HF patients of minority ethnicities, in 
order to improve treatment and health outcomes.        
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INTRODUCTION

The prevalence of non-communicable diseases (NCDs) 
are increasing at an alarming rate, which is a main 
cause of mortality rate among adults (1). Heart failure 
(HF) is one of the most prevalent NCDs that commonly 
manifests in adults aged above 65 (2). Evidently, the 
prevalence of HF in Malaysia is the highest worldwide 
(6.7% vs 0.5 – 2% respectively), with a high risk of 
premature death (19.6%) (3). According to Malaysian 
studies, HF has accounted for 6 – 10% of all hospital 
admissions nationwide since 1999 (3–6), in addition 
to being an important cause of hospital readmissions. 
Furthermore, HF patients often face unfavourable 
prognosis, huge medical expenditure, and prolonged 

socioeconomic burden (6). 

Poor quality of life (QOL) has often been attributed to 
general physical deterioration, frequent HF-related 
hospitalisations, depression, adverse effects of treatment, 
as well as social limitations (7). HF patients undergo 
a more difficult adjustment process and hence face a 
decline in their Quality of Life (QOL) to cope with the 
illness symptoms compared to other chronic disease 
patients such as obstructive pulmonary disease, unstable 
angina, stroke (8). The survival rate of HF patients is 
worse than those with cancer (9). This often overwhelms 
the HF patients due to the negative consequences of the 
disease which impose debilitating effect on their overall 
QOL (10). 

Previous researchers have highlighted the importance 
of qualitative studies in gaining a better understanding 
of QOL for the development of more comprehensive 
patient self-management programmes (11). For 
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example, Freund et al. (12) emphasized on the need 
to take into account the patients’ preferences prior to 
the commencement of treatment, with aims to promote 
HF patient compliance towards their therapies, which 
in turn might reduce the rate of hospital readmission. 
Reduction in hospitalization for HF is important to 
lower the financial expenditure and economic burden 
of HF patients caused by is illness (9). Hence, QOL is an 
important determinant towards improvement in survival 
rate of HF patients which require a different type of 
intervention that takes into account physiological, 
psychological and social considerations (8). 

A survey based study conducted in Malaysia has 
suggested that there is a need for a qualitative 
exploration and understanding into the heterogeneity 
of the risk factors that contribute to specific cardiac 
concerns among different ethnic groups (13). To date, 
several research have explored on the factors which 
affected treatment experiences among the HF patients, 
but limited explanation on the factors specifically on 
QOL from the multiple ethnicities perspectives (14). 
Owing to this suggestion (13), there is a need for a 
qualitative exploration into the QOL factors based on 
the patient’s personal experiences of living with HF, and 
how this illness interferes in their lives, disrupts their 
ability to perform daily routines and cause emotional 
instability(15). Unfortunately there is lack of evidence-
based guidelines from studies in Asian societies on 
effective interventions for the minority samples (16). 
Hence, important factors emerged from these qualitative 
findings would benefit towards the development 
of a specially tailored intervention strategies with 
cultural elements consideration that could enhance 
the effectiveness of treatment care (17). Therefore, the 
purpose of this study is to explore and understand the 
QOL of multi-ethnic heart failure patients in Malaysia. 

MATERIALS AND METHODS

Study Design
A qualitative design consisting of semi-structured face-
to face interviews was used in this study. Face-to-face 
interviews was used because this method provided the 
informants with comfort and privacy as they shared their 
experiences. This study is an inductive exploration of 
the patients’ experience of living with heart failure by 
investigating the subjective phenomenon as described 
by the patient. This study adopted an exploratory case 
study approach commonly used in psychological 
health related studies (18). This approach facilitates 
an understanding of the meaning of quality of life 
through the informant’s reflections on their recovery 
experiences with HF. Furthermore, according to Smith 
(19), the case study method allows the researcher to 
explore information about individuals’ situation such 
as their behaviour, thinking and perception of the 
environment around them, hence the case of particular 
individuals in a specific situation can be described. 

The overall qualitative process was in accordance 
with the qualitative framework of Miles & Huberman 
(20). The said framework was selected because it 
clearly articulated the decision-making processes and 
procedures in thematic analysis. 

Data Collection
Informants were selected via purposive sampling. 
Purposive sampling strategies were based on several 
selection criteria such as the severity of heart failure 
symptoms, socio-demographic background and 
predetermined factors in QOL which were elicited 
based on the ongoing emerging issues starting from the 
initial informants (21). The sampling recruitment was 
conducted with assistance from the doctors’ referral 
which based on the aforementioned criteria (21), and 
upon consent was granted the interviews were conducted 
at the informant’s bedside in the hospital’s ward since 
most of them are immobilize. Data were collected 
using semi-structured in-depth interviews, and the 
interviews protocol was guided by findings from QOL-
related scales reviews (22) and qualitative based studies 
among HF patients in Malaysia as reported by Ming et 
al, (23) (Table 1). The semi-structured interviews were 
employed as they were suitable for explorations into the 
perceptions and opinions of the respondents regarding 
complex as well as sensitive issues (24). Whereas, 
the semi-structured interviews protocol used by the 
interviewer mainly to keep the interviews process on 
track, however details explorations through open ended 
questioning and probing were conducted to deepen 
or clarify the information during the interviews (24). 
The interview process also encompassed hermeneutic 
inquiry prescribed in the phenomenology approach, 
which involves the informants making sense of HF 
illness experience (18). Each face-to face interviews that 
comprised of one informant and one interviewer, which 
lasted for 45 to 60 minutes. 

In order to enhance the rigor of the qualitative data, the 
informant’s validation was assured during the interviews 
and analyses of the qualitative data. Data collection was 
conducted in a real-life setting on a purposively-sampled 
homogenous population. This study did not employ 

Table I: Semi-Structured Interviews Guide 

What are the symptoms that you have due to HF? 
How do you cope with these changes? 
What are the physical issues that you had encountered due to HF? 
How do you feel after being diagnosed with HF?
How is your social interactions with family members after having 
HF?
How is your social interactions with your spouse/partner after 
having HF?
How do you perform you daily activity living after diagnosed with 
HF?
How do you cope with your routine demand despite having the 
HF symptoms?
What is the self-care routine you have to do as HF patients? 
What are the factors that helps to cope positively with HF symp-
tom?
What are the barriers for you to cope with the HF symptoms 



54Mal J Med Health Sci 16(2): 52-62, May 2020

extrapolations from artificial settings (e.g. laboratory to 
real-world extrapolations), which meant that it had high 
ecological validity (18). The researcher made field-notes 
immediately after every interview, including a summary 
of the areas discussed, the researcher’s interpersonal 
conflicts and nonverbal observation on the informants 
during the interviews, which all these information 
were reviewed in reflexivity sessions between the lead 
author and co-researchers to ensure the quality of 
each interviews particularly. The main purpose of the 
reflexivity sessions was to help the researchers identify 
and select new informants to answer the research 
questions. Reflexivity also prevented the incorporation 
of personal judgements and interpretations, confirmed 
the researchers’ understanding of the data, highlighted 
the emergent issues that were noted by the fellow 
researchers, and maintained a positive unconditional 
state in every interview (18). Whereas, prior the analysis 
the interviews were audio-recorded audiotaped and 
transcribed in verbatim (18). The researcher then checked 
for the accuracy and quality of the transcripts by listening 
to the tapes as well reading through the transcripts a 
number of times. The audio recordings of the HF patients 
and field notes taken were also cross-checked for the 
similarities and differences in the understanding of the 
HF patients’ experiences. According to Barbour (25), this 
process helped to determine the validity of the study via 
evaluations of the similarities and differences be in the 
verbal experiences HF patients, as well as non-verbal 
observation during the interviews. Finally, during the 
analysis, the final outcomes of the analyses of emerging 
themes were sent to external experts who had at least 
5 years of experience in qualitative research for peer-
debriefing. The objective of this exercise was to check 
the similarity of the coded themes with the informants’ 
original quotes, as well as the relevancy of each themes 
with this study main aims (26).

Ethical consideration and Sampling 
The informants were recruited over six months (September 
2017 to August 2018), from the National Heart Institute 
(IJN) – a tertiary cardiac referral hospital in Klang Valley, 
Malaysia. The inclusion criteria encompassed recurrent 
heart disease inpatients or outpatients who were 
diagnosed with HF and assessed by a cardiologist, apart 
from fulfilling the diagnostic criteria in the Malaysian 
Clinical Practice Guidelines (CPG) for the Management 
of Heart Failure (27). Further criteria included patients’ 
reduced left ventricular function (ejection fraction of 
less than 45%) and New York Heart Association (NYHA) 
classification of at least NYHA II. NYHA, whose grades 
range from 1 to 4, categorized heart failure patients 
according to the extent of limitation in their physical 
activity. An increase in grade corresponded to a greater 
symptom severity (27).  The patients also had to be 
able to communicate in Malay since the interviewer is 
a native speaker of Malay, and given inform consent. 
The study protocol was approved by the National Heart 
Institute Ethics Committee (RD5/08/15). 

The sample size was based on the concept of data 
saturation and homogeneity of the samples. Besides 
that, the phenomenological interviews approach 
also focusses on the depth, richness and quality of 
data rather than on quantity (28). A number of fifteen 
informants were determined as adequate for a qualitative 
research (29). In this study, the sample was deemed to 
be homogenous in terms of their HF diagnosis, and 
sampling was terminated due to saturated emerging 
themes of living with HF illness experience. Data were 
analysed immediately after each interview and based on 
data quality we stopped at nineteen informants, which 
was adequate for a qualitative based study as in Merriam 
(29) and they were of the three major Malaysian ethnic 
groups: Malay, Chinese, and Indian. Since this study is 
not intended for generalization, balance ratio between 
all three major ethnic groups of Malay, Chinese and 
Indian are not prerequisite.

Analysis
The qualitative analysis in this study was in accordance 
with the qualitative framework of Miles & Huberman 
(20). The said framework was selected because the 
decision-making processes in findings the themes 
is clearly articulated. There are three concurrent 
activities under this framework, namely data-reduction 
and -displaying, conclusion-drawing, as well as data 
verification (20). Data reduction concerned the making 
of analytical choices of data to be extracted, coded, 
and summarised. It also helped sharpen, sort, focuses, 
discard, and organise the data. Evidently, all these 
processes were interrelated in that the researchers 
were constantly switching among the aforementioned 
activities throughout the analysis. 

The thematic analysis process began while interviewing 
was ongoing. The interview schedule was updated 
based on early analysis to include emerging questions 
on QOL such as spiritual well-being (Table I). All 
interviews were analyzed by using thematic analysis 
based on guidelines specified by Braun and Clarke (30) 
that involves: i) familiarizing the data through listening 
back to the audio recorded during the interview session 
and reading written transcript based on the audio 
recorded several times in order to fully understand 
the implicit and explicit information provided by the 
HF patients, ii) generating initial codes done in vivo, 
whereby the words or short phrases from the informants’ 
own language in the data were coded from the raw data 
by arranging the code accordingly to the informants key 
answer to the interviews questions, iii) searching and 
classifying the themes by developing a thematic map 
visualization at the initial phase by sorting the codes 
into different themes; subsequently, the overall thematic 
map was restructured in a table format which enabled 
the researcher to establish the relationships between the 
codes, themes, and subthemes, iv) extensive process 
of reviewing the generated themes patterns by at least 
50% agreement from the informants was conducted 
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iteratively by reconsidering the code that is classified 
under the theme to make sure if the code is relevant; 
besides that, the main author also actively sought 
reviews with co-authors and the expert panel to ensure 
that the themes developed are relevant to the codes, v) 
themes defining and labeling was conducted specifically 
based on the theme meaning and descriptions, and also 
distinguishable from other response by the informants, 
and finally vi) based on previous analysis, the themes 
are converted into a report that is interpretable by 
using some examples from the transcripts related to 
this study’s research questions. Tables of themes were 
drawn up for major codes as in Table II. The thematic 
analysis process from i – iv were relied on  qualitative 
framework of Miles & Huberman, (20) of data reduction 
process that concerned the making of analytical choices 
of data to be extracted, coded, and summarised. This 
study not assisted by any computer-assisted qualitative 
data analysis software and hence iterative process in 
stage (iii) to identify and categorize the themes were 
analysed. Interestingly, all these analytical processes 
were interrelated in that the researchers in this study 
were constantly switching among the aforementioned 
activities throughout the analysis prior the data display 
and data conclusion verifications could be made (30). 

RESULTS  

The samples comprised of 19 recurrent HF patients 
(14 males and 5 females) who have provided informed 
consent for the interviews (Table II). Their mean age was 
61 years as in Table II. Gender and race could not be 
balanced in light of the difficulty in obtaining patients 
who fulfilled the inclusion criteria. 

Four themes – physical, psychological, social, and 
spiritual well-being – emerged from the data. There was 
evidence of the presence of constructs or sub-themes 
that contributed to each theme. Table III summarizes the 
key themes and their respective sub-themes.

Physical Well-being
Six sub-themes or constructs contributed to a person’s 
physical well-being. These included physical 
functionality, fatigue, sleep problems, dietary changes, 
lifestyle-related difficulties, and self-care behaviours. 
Ten informants reported that symptoms like fatigue 
restricted their physical functionality. For example, 
they had difficulty in walking around their homes and 
climbing stairs, apart from being unable to engage in 
sports activities. 

“When I go for a walk, I feel tired. This is troublesome. 
Previously, I could climb stairs, but recently, I couldn’t 
because of shortness of breath. My doctor has informed 
me that I can walk now. However, for the past month, I 
couldn’t walk at all”. (Informant 1)

“I have no energy and I have to hold on to everything 

Table II: Demographic characteristics of participants

ID Ethnicity Age Gender
Marital 
Status

Hospital-
ization 
Status

*New York 
Heart 

Association 
(NYHA) 

Classifica-
tion

1 Indian 82 Male Married Inpatient NYHA III

2 Malay 65 Male Married Inpatient NYHA I

3 Malay 55 Male Married
Outpa-

tient
NYHA II

4 Malay 80 Male Married Inpatient NYHA II

5 Indian 62 Male Married Inpatient NYHA I

6 Malay 60 Female Married Inpatient NYHA I

7 Malay 39 Male Single Inpatient NYHA I

8 Malay 74 Male Single Inpatient NYHA II

9 Malay 40 Female Married Inpatient NYHA I

10 Chinese 42 Male Single Inpatient NYHA I

11 Malay 59 Female Married Inpatient NYHA II

12 Indian 73 Female Widow Inpatient NYHA II

13 Malay 59 Male Married
Outpa-

tient
NYHA I

14 Indian 62 Male Married Inpatient NYHA II

15 Malay 55 Male Married
Outpa-

tient
NYHA I

16 Malay 65 Male Married Inpatient NYHA II

17 Chinese 72 Male Married Inpatient NYHA III

18 Malay 61 Male Married Inpatient NYHA I

19 Malay 75 Female Married Inpatient NYHA II

*NYHA I (No symptoms and no limitation in ordinary physical activity), NYHA II (Mild symp-
toms and slight limitation during ordinary activity), NYHA III (Significant limitation in activity 
due to symptoms), NYHA IV (Severe limitations, and symptoms persists even at rest)

nearby when I walk; maybe because my energy has 
decreased. When I’m going down the stairs, I couldn’t 
move fast; I had to take one step at a time”. (Informant 
14)

All informants reported sleep difficulties, especially at 
night. Fourteen of them clarified that this was due to 
breathing difficulties.

“I could sleep well since I came to the hospital. For the 
past three weeks, I couldn’t sleep because my breathing 
problems were very disturbing”.  (Informant 8)

Also, four of the informants claimed that HF led to major 
changes in their dietary intake as they were no longer 
able to enjoy their favourite food and had to carefully 
select their food (e.g. oily foods had to be avoided).

“My wife restricted everything in my food; sometimes 
this made me angry. However, I am currently adjusting 
to my new diet. It takes around 2 to 3 months to 
acclimatise. When I was angry, she would say that she 
was only following the doctor’s advice. After a while, I 
got used to it”. (Informant 1)

Lifestyle limitations were reported as well. For instance, 
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Table III: Key themes and sub-theme representations of overall patient’s perception towards their quality of life

Themes Sub-themes In Vivo Coding Transcripts

1. Physical Wellbeing 1.1 Symptom management Charts “I want to know my blood pressure readings every time the doctors come to see 
me. For my own interest, I have created charts for my blood pressure and uric 
acid readings.  I can see how they change”. (Informants 4)

1.2 Physical functionality Bathing Now I can do my own bathing but last week I can’t do anything. I feel tired at 
time. But since I come here (hospital) I can. (Informant 2)

1.3 Fatigue Tired “When I go for a walk, I feel tired. This is troublesome. Previously, I could climb 
stairs, but recently, I couldn’t because of shortness of breath. My doctor has 
informed me that I can walk now. However, for the past month, I couldn’t walk 
at all”. (Informant 1)

1.4 Sleeping Problems Could not sleep “I could sleep well since I came to the hospital. For the past three weeks, I 
couldn’t sleep because my breathing problems were very disturbing”.  (Informant 
8)

1.5 Dietary Changes Diet “My wife restricted everything in my food; sometimes this made me angry. 
However, I am currently adjusting to my new diet. It takes around 2 to 3 months 
to acclimatise. When I was angry, she would say that she was only following the 
doctor’s advice. After a while, I got used to it”. (Informant 1)

1.6 Lifestyle difficulties Routine Activities “Previously, I was very active in activities like visiting family members and 
friends, outings, cooking, gardening, and going for dinners with my closest ones. 
However, for the past four weeks, I was no longer able to do all that”. (Informant 
6)

2. Psychological 
Wellbeing

2.1 Sad, depression and hopelessness Sad

Depressed

I’m quite sad. I’m having an illness and I can’t help my family financially. Most 
of the time I felt really sad like nobody can make me happy. Sometimes I don’t 
know what actually made me sad and easily crying (Informant 9)

I have difficulty in going out and celebrating parties, unlike the time when I did 
not have this disease. I prefer to be alone; I think I’m depressed. (Informant 7)

2.2 Anxiety Worried “Sometimes, I’m worried about my illness and also my children. I’ve been think-
ing a lot about my children. They are still young and have not even reached 10 
years old, but I’m already ill”. (Informant 9)

2.3 Hope and Optimism
 Healthy

“Of course, I want to be healthy. I want to get well. I really want to get well. I 
want to live as healthily as others do, and I wanted to do all activities that I’ve 
planned to do! There are still many things that I want to do”. (Informant 3)

2.4 Fear

Scared

“I get short of breath, especially when I walk. Suddenly, I became weak. I was 
very scared during such times since I felt that my health condition was worsen-
ing”. (Informant 1)

2.5 Cognitive and attention distur-
bance

Thoughts flooding “I can’t drive because when I drive, my mind is always disturbed. I get sick due 
to the heart problems so I go deep into my own thoughts. There is no happiness. 
My mind keeps getting fuzzy; there is no peace, and everything is uncertain”. 
(Informant 5)

2.6 Anger Angry “Yes, I feel angry… why do I have this illness at this time? I still have small chil-
dren. Why? Why I’m the one who has to suffer from this disease? Why not other 
people?” (Informant 9)

3. Social Wellbeing  3.1 Family and Friend Relationship Wife “Before this, I split the household chores with my wife, like paying the bills, going 
to the market… but, now she does everything, especially when I fell ill or was 
hospitalized”. (Informant 3)

3.2 Difficulties in Intimacy Sexual intercourse “I can’t have sexual intercourse with my wife like before”. (Informant 2)

3.3 Financial Constraints Financial support I’m no more working, I don’t have money, and currently I’m hoping a financial 
support from my children. Actually they are the one who not allow me to work; 
they said I no need to sell foods at the stall. (Informant 12)

4. Spiritual Wellbeing 4.1 Spiritual Beliefs God “If God gives us illness, it’s not because God don’t love us, there is wisdom for 
everything that happens to us. God wants to clean our sins”. (Participant 15)

4.2 Religious practice Practices “I pray to stay positive. I practise ‘fa lun gong’; it’s similar to Tai Chi… it’s an 
exercise which taps into our spiritual energy and is derived from the ‘Vajrayana’ 
branch of Buddhism. ‘Da fa’ is the principle of truth. Through these exercises, I’ve 
become kinder and more patient”. (Informant 17)

4.3 Beliefs on Traditional or alterna-
tive rituals

Traditional medicine “The doctors and nurses asked me to eat these medications. It’s nonsensical! Do 
you think my illness is caused by scientific reasons? Actually, the cause of my 
illnesses is black magic! I did try for traditional medicine.. but from the outcome 
will be the same.. they said that I’ve been possessed by santau (black magic). 
(Informant 16)

the informants did not have the capacity to perform 
outdoor activities – including going on holiday, visiting 
friends, travelling, and shopping. They lamented the 
loss of quality time with their family members and 
the decrease in enjoyment in their activities. Seven of 
the informants expressed disappointment over their 
dependence on others or need for help from family 
members.

“Previously, I was very active in activities like visiting 
family members and friends, outings, cooking, 
gardening, and going for dinners with my closest ones. 

However, for the past four weeks, I was no longer able 
to do all that”. (Informant 6)

The methods of HF symptom management were 
identified through the patients’ efforts to adapt to their 
illnesses. Seven of them mentioned that the initial 
changes in their self-care behaviour were frustrating. 
However, with sufficient practice of these strategies 
with guidance from their health professionals, they 
were able to acclimatize to the new measures like fluid 
intake monitoring, adherence to medications, symptom 
evaluation, performance of moderately-vigorous 
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activities, making adjustments as per the prescribed 
medical therapy, and execution of chart-based self-
monitoring of blood pressure or uric acid levels. 

“I want to know my blood pressure readings every time 
the doctors come to see me. For my own interest, I 
have created charts for my blood pressure and uric acid 
readings.  I can see how they change”. (Informants 4)

Psychological Well-being 
The informants described their negative emotions 
after being diagnosed with HF. These emotional and 
psychological changes were important indicators of 
their levels of psychological well-being and positive 
handling of the illness. There were six sub-themes here 
– i) sadness, depression, and hopelessness; ii) anxiety; 
iii) hope and optimism; iv) fear; v) cognitive and 
attention disturbance; as well as vi) anger – all of which 
were attributes of psychological well-being. Evidently, 
sadness or unhappiness were commonly reported by the 
HF patients.

“I have difficulty in going out and celebrating parties, 
unlike the time when I did not have this disease. I prefer 
to be alone; I think I’m depressed”. (Informant 7)

Six of the informants also claimed that they felt hopeless 
as they could no longer perform physical activities. 
Oftentimes, they experienced despair to the point of 
tearfulness.

“I became lazier; I feel that there’s no more hope for 
me”. (Informant 11)

Additionally, ten of them also reported were anxious 
over the impact of the symptoms of HF as well. 

“Now, I’m afraid when people are around me. Before 
this, I always went around, meeting my friends; I often 
saw them. Now that I’m not working, I refuse to see 
them. I don’t want them to ask me how and what I’m 
doing”. (Informant 10)

Seven of them constantly worried over their 
responsibilities (especially those towards their families) 
and loss of quality time spent with their closest ones.

“Sometimes, I’m worried about my illness and also my 
children. I’ve been thinking a lot about my children. 
They are still young and have not even reached 10 years 
old, but I’m already ill”. (Informant 9)

Seven informants were fearful of their symptom(s) of HF 
and its adverse impact on their physical health as well as 
future responsibilities.

“I get short of breath, especially when I walk. Suddenly, 
I became weak. I was very scared during such times 
since I felt that my health condition was worsening”. 

(Informant 1)

“I’m quite afraid because both of my children are still 
unmarried. What I remembered since I had this illness 
was that my children have not settled down. That’s why 
I’m afraid of my future”. (Informant 12)

These mixed feelings – which were predominantly 
accounted for by the patients’ uncertainties of their 
futures – ultimately led to anger.

“Yes, I feel angry… why do I have this illness at this time? 
I still have small children. Why? Why I’m the one who 
has to suffer from this disease? Why not other people?” 
(Informant 9)

Furthermore, two respondents reported cognitive and 
attention disturbances. Specifically, they were unable 
to concentrate, even during the performance of routine 
activities. Also, their minds were never relaxed because 
they perceived everything to be uncertain after being 
diagnosed with HF.

“I can’t drive because when I drive, my mind is always 
disturbed. I get sick due to the heart problems so I go 
deep into my own thoughts. There is no happiness. 
My mind keeps getting fuzzy; there is no peace, and 
everything is uncertain”. (Informant 5)

However, an increase in the QOL of the HF patients 
appeared to coincide with hope and optimism. Five of 
the informants claimed that they were optimistic in the 
performance and resumption of their routine activities, 
even though they knew that the underlying disease 
could not be cured.

“Of course, I want to be healthy. I want to get well. I 
really want to get well. I want to live as healthily as 
others do, and I wanted to do all activities that I’ve 
planned to do! There are still many things that I want to 
do”. (Informant 3)

Social Well-being  
Social well-being comprised three sub-themes: i) 
relationships with family and friends, ii) difficulties in 
intimate relationships, and iii) financial constraints. 
Seven of the patients felt that they were a burden to their 
families since they had lost their ability to perform tasks 
like household chores, cooking, and going to the market 
on their own; these chores frequently had to be taken 
over by their spouses or children. 

“Before this, I split the household chores with my wife, 
like paying the bills, going to the market… but, now 
she does everything, especially when I fell ill or was 
hospitalized”. (Informant 3)

Financial constraints were another major issue owing 
to the patients’ inability to go to work, so they needed 
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monetary assistance from their families and significant 
others. Two patients reported that their jobs have been 
adversely affected after they had the illness. One of them 
stated that he was very concerned about his family’s 
financial status.

“My wife is working, and my daughter is studying at a 
college. My daughter doesn’t know that I’m here. They 
used to visit me regularly, but since I had to stay here 
for such long time, they no longer came to see me. My 
wife has to work hard for my daughter’s education”. 
(Informant 5)

Furthermore, three patients claimed that their intimate 
and marital relationships were took a significant 
downturn in view of HF.

“I can’t have sexual intercourse with my wife like 
before”. (Informant 2)

Spiritual Well-being   
HF patients of multiple ethnicities had differing 
perceptions towards the link between their illness and 
religious or spiritual beliefs. Hence, spiritual well-being 
played a crucial role in the QOL of patients. It was a 
new theme in this study, and its three sub-themes were 
spiritual beliefs, religious practices, and beliefs towards 
traditional or alternative rituals. As per the informants’ 
spiritual beliefs, HF was a gift from God which could 
absolve their previous sins. With this perception, they 
were able to view the disease in a positive manner. 
One of the patients mentioned that it was important for 
them to believe in God’s power so that they would be 
motivated to accept their illness and finally get closer to 
God. However, three patients believed that the disease 
was a punishment or karma handed down by God.

“If God gives us illness, it’s not because God don’t love 
us, there is wisdom for everything that happens to us. 
God wants to clean our sins”. (Informant 15)

In addition, five informants believed that the disease 
was their destiny. Even though they are suffering from 
HF, they still performed their religious practices in 
accordance to their beliefs. They were also of the view 
that apart from modern treatment modalities, alternative 
ones like prayers, rituals, traditional meditations, and 
yoga could improve their QOL.

“After ‘fajr’ [which meant ‘dawn’ in the Arabic] prayers, 
we recite the Holy Qur’an. This is my pillar of strength. 
Praying is important, and that includes any form of 
prayer from our Prophet and his companions. We 
memorise and recite the prayers. For example, ‘shifa’ is 
a mantra for wellness”. (Informant 16)

“I pray to stay positive. I practise ‘fa lun gong’; it’s similar 
to Tai Chi… it’s an exercise which taps into our spiritual 
energy and is derived from the ‘Vajrayana’ branch of 

Buddhism. ‘Da fa’ is the principle of truth. Through 
these exercises, I’ve become kinder and more patient”. 
(Informant 17)

Interestingly, some of the patients believed that 
traditional or alternative rituals were important to dispel 
the evil spirits that were disturbing them and hence, 
improve their well-being. 

“When these evil spirits come to us… they don’t allow 
us to live normally like others. They will make us suffer! 
You’ll shout, you’re easily angered… and you become 
insane! During my admission, I was unconscious… 
I talked nonsense, the nurse said I talked nonsense; I 
couldn’t control myself because I could feel large hands 
suffocating me! The hands didn’t allow me to breathe; 
they shut off my nose and mouth”. (Informant 3)

Furthermore, two patients mentioned that they have 
sought for advice from shamans because they believed 
that the illness was caused by black magic. 

“The doctors and nurses asked me to eat these 
medications. It’s nonsensical! Do you think my illness is 
caused by scientific reasons? Actually, the cause of my 
illnesses is black magic!” (Informant 16)

DISCUSSION

This qualitative study has identified the key themes and 
sub-themes of the QOL of heart patients in multi-ethnic 
Malaysia. These findings are concurrent with the reviews 
of Western HF patients’ QOL (31). Many past studies 
have found similar physical and psychosocial deficits in 
the health-related QOL of HF patients (32). HF not only 
negatively affected a patient’s physical routines; it also 
restricted the patients’ ability to function independently, 
often leading to psychosocial impairments. This research 
has found a prominent spiritual and cultural influence 
on the QOL of Malaysian HF patients, which has not 
been noted in the Western context.

With reference to the qualitative analysis, the HF patients 
had difficulties in their physical functionality. Some of 
the coping methods that have been successfully adopted 
were i) dietary modifications as recommended by health 
professionals, ii) sleep position adjustments in the event 
of sleep difficulties, iii) adherence to treatment and 
medications, iv) monitoring of fluid intake, v) evaluation 
of symptoms, and vi) performance of moderately-
vigorous activities. As per the respondents’ feedback, 
symptomatic management of HF have been shown 
to be able to improve their QOL. Exercise or physical 
activity, in particular, is well-known to be an effective 
intervention to reduce depression in Parikh., K et al. (33) 
and capable to enhance the QOL (34) of  HF patients. 
Symptoms of HF like breathlessness (35) and fatigue (14) 
– as reported by the respondents – reduce self-esteem 
and create fear of engaging in physical activities. These 
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limitations result in the feeling of physical hopelessness 
in the patients, as well as their dependence on social 
support (34). However, patient education by health 
professionals on topics like postural adjustments for 
sleeping difficulties, importance of compliance with 
medications, and selection of proper diets have helped 
the former to cope with their symptoms. This concurred 
with previous Malaysian reports on the benefits of 
educational interventions in patient self-management 
strategies (14). 

It is important to educate patients on self-care during 
the early stages of the disease, apart from prescribing 
medications and lifestyle changes (36). Unfortunately, 
the majority of the patients in this study were not aware 
of the importance of symptomatic management of HF 
when they were treated at public primary hospitals over 
the past few years; they were only educated on the 
same when they were referred to the tertiary hospital. 
In Malaysia, comprehensive health resources have 
been established at semi-private tertiary hospitals with 
the specific aim of educating and encouraging self-
management in HF patients. However, this facility is 
not available in the district or primary public health 
care settings owing to the heavy financial requirements. 
Thus, people from the lower income groups were at 
a disadvantage. Hence, it is important to realign all 
healthcare systems in Malaysia by adopting strategies 
that have been shown to be cost-effective for public 
settings. More congruent elements like social support, 
as well as proper cultural and healthcare environments 
should be made available in low- and middle-income 
countries (37). For instance, the integration of peer 
and family support can lessen the burden on costly 
healthcare resources (38).

From the qualitative perspective of psychological well-
being, the respondents were emotionally disturbed 
during their initial adjustments to HF, whereby the 
main problem was limitation in physical functionality. 
Uncertainty about the future, anger, and bereavement 
were some of the stages of psychological adjustments 
in the HF patients (39); these were evident in the 
interviews, especially for those who reported feelings 
of depression and hopelessness. The reasons for the 
negative emotions were the perceived impairments in 
their role and function within their families, as well as 
the inability to fulfill their family-related responsibilities 
(40). In contrast, a few informants accepted the disease 
better through social support and spirituality practices 
(41).

The patients in this study have highlighted the 
importance of family and peer support in the 
enhancement of QOL and the ability to cope with 
the illness positively. Similarly, HF had an effect 
on the patients’ interpersonal relationships which 
include intimacy, marital relationships, and financial 
constraints (42). Social support plays an important role 

in treatment adherence among heart failure patients. 
Systematic reviews suggest several improvements with 
social support such as low sodium diet, better self-care 
maintenance, and participation in physical activity 
(43), and also predicted improved health-related QOL 
(44). Patient’s assumption on the burden perceived by 
their caregiver  was reported in this study, even though 
contrary from previous study that suggest the caregiver 
contribution to heart failure self-care enhances patient 
outcomes and not burdensome for caregivers (45). 
Furthermore, in agreement with previous studies, 
most of the respondents here have also commented 
on financial limitations since they perceived that their 
illness resulted in a higher risk of job loss, extra travel 
expenses to the hospital, and inability to support their 
families in which also consequent on their treatment 
adherence (46). These financial restrictions burden their 
caregiver and cause continuous debilitating issues that 
can lead to self-blame and psychological disturbances 
the patients, which in turn give rise to poor QOL (43). 
Thus, there is a need for the healthcare providers to 
take these issues into consideration and come up with 
tailored social support-education interventions which 
can help the patients and their social support to achieve 
better self-care management (46). 

Spirituality is one of the crucial factors that can help 
multi-racial HF patients adapt to the progressive burden 
of the disease (41). This is in spite of the different 
interpretations of the meaning of the illness (i.e. either 
a gift to get closer to God or as punishment from God 
to cleanse their previous sins). This strong submission 
to a higher power with the aim to achieve a peaceful 
death improves the patients’ positive inner strength 
and hence, QOL. This study revealed spirituality as 
a commonly shared factor between all major ethnic 
groups in Malaysia of different religions such as Islam 
and Buddhism. Reaching out to God through religious 
practices, and positive coping mechanisms from their 
religious beliefs while adjusting with their illness help 
to achieve better QOL. Similarly with this study, other 
studies also indicate that spirituality assists patients in 
facing their life’s stressful circumstances through rituals 
and praying for better health and inner strength to be 
able accept their illness positively, which provide them 
strength and hope (47). Few studies have focused on 
spiritually supported patients as compare to those without 
support. This awareness of being spiritually engaged for 
health could foster a feeling of spiritual support, better 
illness resilience, enhance the patient’s ability to cope 
with their illness symptoms, and consequently increase 
meaningful experience of their physical health related 
QOL (48). 

Similarly, studies with South Asian perspectives reported 
that despite coming from different Asian ethnicities, 
patients who had stronger spiritual beliefs were more 
optimistic and philosophical towards their future (41), 
and associated collectivist culture have beneficial 
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impact on the patient’s health and functioning (49). 
Nevertheless, in this study cultural issues were also 
evident since some patients, particularly Malays, did not 
take their prescribed medications regularly in light of 
their belief that the illness is due to supernatural causes. 
This staunch belief often led to unhealthy lifestyles, 
such as the overconsumption of oily foods. Hence, it 
is important for the health professionals to understand 
and familiarize themselves with the aforementioned 
cross-cultural issues in the patients so as to overcome 
these barriers to medical adherence (13, 14, 16, 
17). Accordingly, it has been suggested the patients’ 
perceptions of their illnesses should be handled with 
reference to Malaysia’s collectivistic culture (38). 

As the study was conducted at a tertiary referral centre, 
the sampled HF patients might not have represented 
the typical HF population seen by general practitioners. 
Furthermore, owing to the limited research period, the 
feedback from the three ethnic groups were analysed 
together to summarise the important factors and hence, 
facilitate the establishment of interventions that were 
applicable to all races. Nevertheless, there were more 
Malays in this study, which was compatible with the fact 
that Malays are the predominant ethnic group while the 
Chinese and Indians minority ethnic groups in Malaysia. 
Additionally, the presence of more male patients here 
also agreed with the male preponderance of heart 
disease.

CONCLUSION

Multi-ethnicity, cross-cultural issues, and quality of 
life (QOL) are important determinants of the success 
of medical self-management in Malaysia. Also, the 
symptoms of heart failure (HF) have an impact on four 
main domains of patient QOL: physical, psychological, 
spiritual, and social well-being. Most HF patients 
in Malaysia are only admitted into tertiary hospitals 
when their illness is severe; this might explain the poor 
receptivity of the prescribed self-care measures. The 
lack of appropriate cardiac rehabilitative methods is 
accentuated by the fact that most patients who are in 
the early stages of the illness will not be provided with 
HF symptom-management interventions at the primary 
hospitals. Furthermore, patient-related psychological 
factors like anger and hopelessness are rarely discussed 
by the health professionals even though the patients are 
significantly affected by the same. 

This study shows that spirituality and strong support 
systems are recommended for the improvement of 
QOL in HF patients. Furthermore, cultural beliefs in 
supernatural elements might have an effect on the 
adherence to therapy, so it needs to be regarded as 
a barrier to the aforementioned compliance. Since 
Malaysia is also known for its collectivistic culture, 
family and peer support can help improve self-care and 
adherence to medications. According to the respondents’ 

feedback, poorer interpersonal relationships are likely 
to arise from financial issues. In view of the fact that 
the important factors in this qualitative analysis did not 
fully agree with Western models of the same, and that 
there was insufficient access to appropriate treatment 
modalities, there is an urgent need to come up with 
innovative strategies to modify the current methods of 
management to befit all Malaysians with HF. 
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