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Abstract

Background. Despite the high prevalence of heart failure in low- and middle-income coun-

tries, evidence concerning patient-reported burden of disease in advanced heart failure is 

lacking.

Objective. The aim of this study is to measure patient-reported symptom prevalence and 

correlates of symptom burden in patients with advanced heart failure.

Methods. Adult patients diagnosed with New York Heart Association (NYHA) stage III 

or IV heart failure were recruited from the emergency unit, emergency ward, cardiology 

ward, general medicine wards and outpatient cardiology clinic of a public hospital in South 

Africa. Patients were interviewed by researchers using the Memorial Symptom Assessment 

Scale-Short Form, a well-validated multidimensional instrument that assesses presence and 

distress of 32 symptoms.

Results. A total of 230 patients (response, 99.1%) 90% NYHA III and 10% NYHA IV (12% 

newly diagnosed), with a mean age of 58 years, were included. Forty-five percent were 

women, 14% had completed high school, and 26% reported having no income. Mean 

Karnofsky Performance Status Score was 50%. Patients reported a mean of 19 symptoms. 

Physical symptoms with a high prevalence were shortness of breath (95.2%), feeling drowsy/

tired (93.0%), and pain (91.3%). Psychological symptoms with a high prevalence were wor-

rying (94.3%), feeling irritable (93.5%), and feeling sad (93.0%). Multivariate linear regression 

analyses, with total number of symptoms as dependent variable, showed no association 

between number of symptoms and gender, education, number of healthcare contacts in the 

last 3 months, years since diagnosis, or co-morbidities. Increased number of symptoms was 

significantly associated with higher age (b=0.054, p=0.042), no income (b=-2.457, p=0.013) 

and fewer hospitalizations in the last 12 months (b=1.032, p=0.017).

Conclusions. Patients with advanced heart failure attending a medical centre in South 

Africa experience high prevalence of symptoms and report high levels of burden associated 

with these symptoms. Improved compliance with national and global treatment recom-

mendations could contribute to reduced symptom burden. Healthcare professionals should 

consider incorporating palliative care into the care for these patients.
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Introduction

Heart failure is a chronic progressive syndrome associated with high morbidity and mor-

tality1-3. The prognosis of heart failure is as poor as, or even worse than, that of many 

cancers4-10. Community-based studies have reported mortality rates of 30% to 40% within 

1 year of diagnosis and 60% to 70% within 5 years1 11-13. Progressive decrease in functional 

capacity and an increasing frequency of hospitalizations are common in patients who have 

advanced heart failure14-16. Among patients who are hospitalized, mortality rates are even 

higher9. However, when patients are optimized using evidence-based medication, mortality 

can be reduced3 17-19.

Multiple investigators have shown that heart failure has a great impact on the health 

status and quality of life of patients, which can be directly attributed to their symptom 

burden (e.g., fatigue, shortness of breath, fluid retention) and functional limitations4 9 20-28. 

Unlike most cardiovascular conditions, heart failure is becoming more common6 7 29 30. At 

this moment, cardiovascular diseases account for about 30% of deaths worldwide, with 80% 

of deaths occurring in the developing world31. Heart failure has emerged as a dominant 

type of cardiovascular disease in Africa31, and it is a leading cause of death in South Africa32. 

Common causes of heart failure in Africa, such as rheumatic heart disease, peripartum 

cardiomyopathy, and hypertensive heart disease, are most prevalent in the young31 33-35. This 

is in contrast with developed countries, where heart failure is a condition of the elderly, with 

a mean age of 76 years31.

Despite the great burden of heart failure being present in low- and middle-income coun-

tries where formal health resources are limited, almost all research concerning advanced 

heart failure has focused on patients in high-income countries. It remains unclear whether 

patients with heart failure in developing parts of the world experience the same symptoms 

and functional limitations. The aims of this study are to measure the prevalence and associ-

ated burden of physical and psychological symptoms among patients with New York Heart 

Association (NYHA) stage III/IV heart failure attending a South African medical centre and 

to determine which characteristics are associated with the level of symptom burden.

Method

Design and population

This cross-sectional observational study is part of a longitudinal study investigating symp-

toms and care needs in patients with advanced heart failure. The Human Research Ethics 

Committee of the University of Cape Town reviewed and approved this study (HREC REF: 

208/2012).

Patients were recruited for this study between August and November 2012 from several 

inpatient facilities (i.e. emergency unit, emergency ward, cardiology ward, general medicine 
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wards) and the outpatient cardiology clinic of a 900-bed tertiary academic medical cen-

tre in South Africa. Patients 18 years or older; able to communicate in English, Afrikaans 

or isiXhosa; and diagnosed with NYHA stage III/IV heart failure were included. Patients 

were recruited consecutively by the researcher (M.E.L.) after the attending physicians had 

indicated that a specific patient met the inclusion criteria. Informed consent was obtained 

from all participants. The questionnaires used in this study and the information and consent 

forms were translated from English (forward and back) into Afrikaans and isiXhosa (the main 

languages of the Western Cape of South Africa).

Data collection

The following patient demographic and clinical data were collected from the patient: age, 

gender, education level (primary school, some high school, high school completed, higher 

education), income (employed with/without payment, unemployed, disability grant, pension, 

living from private means), number of healthcare contacts during the last 3 months (outpa-

tient visits, telephone contacts, other) and number of previous hospital admission within 

the past 12 months. The reason for the hospital visit, years since diagnosis, NYHA stage at 

the time of the interview, aetiology/ comorbidity, current medication, and presence of an 

implantable cardioverter defibrillator were collected from the medical record.

To describe the functional limitations of the population, functional status was measured 

with the Karnofsky Performance Status (KPS) scale36. The KPS consists of 11 percentage 

categories denoted in deciles from 100% (asymptomatic, normal function) to 0% (death), 

which combine information on the patient’s ability to function at work and at home, the 

severity of symptoms, and the need for personal and medical care37. The KPS is regarded 

as the gold standard performance scale for patients with cancer, but use of the instrument 

has been reported in 3 studies in patients with advanced heart failure and 1 study in patients 

with acute myocardial infarction38 39. Recently, the KPS was described as adding clarification 

to the description of the heart failure population when used in studies together with the 

NYHA classification39. Interobserver reliability of the KPS varies between 0.66 and 0.9740-42.

For a 2-dimensional assessment of symptom prevalence and associated burden, we used 

the Memorial Symptom Assessment Scale-Short Form (MSAS-SF)43. The MSAS-SF is a 

patient-rated instrument in which patients rate the presence of 28 physical symptoms and 

the frequency of 4 psychological symptoms during the past 7 days. In addition to the 7-day 

period prevalence, the MSAS-SF also measures the associated burden for each symptom 

recorded as prevalent. Distress of physical symptoms is rated on a 5-point (0–4) Likert scale 

(not at all, 0.8; a little bit, 1.6; somewhat, 2.4; quite a bit, 3.2; very much, 4.0). Frequency of 

psychological symptoms is rated on a 4-point (0-4) Likert scale (rarely, 1; occasionally, 2; fre-

quently, 3; almost constantly, 4). If the symptom is not present, a value of 0 is assigned for the 

burden index. The MSAS-SF consists of 3 subscales: the global distress index (4 psychological 

symptoms: feeling sad, worrying, feeling irritable, and feeling nervous, and 6 physical symp-
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toms: lack of energy, pain, lack of appetite, feeling drowsy, constipation, and dry mouth); 

the physical symptom distress score (12 prevalent physical symptoms: lack of energy, pain, 

lack of appetite, feeling drowsy, constipation, dry mouth, nausea, vomiting, change in taste, 

weight loss, feeling bloated, and dizziness), and the psychological symptom distress score (6 

prevalent psychological symptoms: worrying, feeling sad, feeling nervous, difficulty sleeping, 

feeling irritable, and difficulty concentrating). The MSAS-SF has good psychometric proper-

ties, with subscale Cronbach’s α coefficients of 0.76 to 0.87, and 1-day test-retest reliability 

correlation coefficients of 0.86 to 0.9443. Use of the MSAS-SF has been well reported among 

patients with heart failure and patients from sub-Saharan Africa with HIV and cancer20 21 44-46.

Questionnaire items of the MSAS-SF were read aloud by researcher (M.E.L.), and patient’s 

self-report response entered on their behalf. All patients were interviewed in the language 

of their choice (English, Afrikaans, or isiXhosa). Self-completion was not used because of 

potential limited literacy in this population. All data were then entered into LimeSurvey 

(online survey software that was used as data entry tool in this study) and subsequently 

imported into SPSS version 20.0 for analysis.

Analysis and statistics

The patient demographic and medical characteristics were described with descriptive 

statistics. When data were nonnormally distributed, median scores were presented. For 

each item within the MSAS-SF, prevalence and associated burden were calculated. Scores 

for the global, physical, and psychological subscales were calculated47. The total number of 

prevalent symptoms for each respondent and the mean number of prevalent symptoms for 

the sample were also calculated. A high level of symptom burden was defined as the sum of 

‘‘quite a bit’’ and ‘‘very much’’ of distress associated with physical symptoms and the sum of 

‘‘frequently’’ and ‘‘almost constantly’’ for the frequency of psychological symptoms. Educa-

tion was measured using 4 groups (primary school, some high school, high school completed, 

and higher education). The high school completed and the higher education group both 

contained a very low number of patients, making a 3-group division (ie, lower, middle, and 

higher education) not possible. Therefore, education was divided into 2 groups of primary 

school versus more than primary school (including some high school, high school completed, 

and higher education). Income was measured using 6 groups (employed with payment, 

employed without payment, unemployed, disability grant, pension, living on own private 

means), but could not be categorized into levels of income (low, middle, and high); therefore, 

income was divided into no income (employed without payment and unemployed) versus 

income (employed with payment, disability grant, pension, and living on own private means).

Linear regression analyses were used to identify associations with symptom burden. Five 

models were constructed, with the following dependent variables: global distress (model 1), 

physical distress (model 2), psychological distress (model 3), total MSAS (model 4) and total 

number of symptoms (model 5). Univariate linear regression analyses were performed to test 
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the association of different patient characteristics with the dependent variables: age (con-

tinuous), gender (two levels of male/female), education (two levels of primary high school 

/ > primary high school), income (two levels of yes/no), years since diagnosis (two levels of 

0 / > 0 years), number of prior hospital admission within the past 12 months (continuous), 

number of healthcare contacts during the last three months (two levels of 0/>0) and number 

of co morbidities (continuous). Following each univariate regression, multivariate regression 

models were constructed. Independent variables were entered stepwise into the multivari-

ate model if they were significant in univariate analyses at the conservative 25% level.45 For 

each model, the 95% confidence interval of the unstandardized b coefficient was calculated.

Results

Sample characteristics

A total of 232 patients met the inclusion criteria for this study, and of these, 2 patients 

declined participation. Therefore, a total of 230 patients (response 99.1%) were included in 

the study (Table 1). The mean (SD) age was 58 (16.7) years (median, 60 years; min-max, 18-90 

years); 45% were women, 14% completed high school, and 26% reported having no income. 

Most patients included in this study had been admitted to the hospital because of an exac-

erbation of their illness. Eighty-eight percent had been diagnosed with heart failure before 

their hospital visit. The most prevalent stage of heart failure in this population was NYHA 

stage III (90%). Comorbidity was common; only 19 patients were reported having no other 

illnesses. The most prevalent comorbidities were hypertension (70%) and diabetes (38%). 

Mean KPS was 50% (“requires considerable assistance and frequent medical care”). On aver-

age, patients had been previously admitted to hospital on 1 occasion during the past year. 

Sixty-eight percent of all patients had not had any contact with a healthcare professional 

during the previous 3 months. According to the medical records, angiotensin-converting en-

zyme (ACE) inhibitors, were used by 57% of patients with an existing diagnosis; β-blockers, 

by 47%; angiotensin receptor blockers by 4%; mineralocorticoid receptor antagonists(MRA), 

by 12%; diuretics other than MRA, by 92%; and digoxin, by 11%. Five percent of patients had 

an implantable cardioverter-defibrillator (ICD).

Symptom prevalence and burden

The 7-day period symptom prevalence and associated burden are reported in Table 2. Pa-

tients reported a mean of 19 symptoms (not in table). Eighteen symptoms were reported by 

more than 50% of all patients. Physical symptoms with highest prevalence were shortness of 

breath (95.2%), feeling drowsy/tired (93.0%) and pain (91.3%). Psychological symptoms with 

highest prevalence were worrying (94.3%), feeling irritable (93.5%) and feeling sad (93.0%). 

Symptoms associated with highest burden were shortness of breath (93.1%), numbness/ 

tingling in hands or feet (90.5%) and “I do not look like myself” (89.9%).
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Table 1. Sample Characteristics (n=230)

Patient demographic characteristics Patient medical characteristics

Age median ± SD, y 60 ± 16.7 Aetiology/ comorbidity cardiovascular diseases

Gender Hypertension 70% 161

Male 45% 103 Ischemic Heart disease 13% 30

Female 55% 127 Valvular heart disease 3% 7

Education level Rheumatic heart disease 3% 6

Primary school 49% 112 Post-partum cardiomyopathy 1% 2

Some high school 37% 86 Congenital heart disease 1% 2

High school completed 11% 25 Hypertrophic obstructive 
cardiomyopathy

0,4% 1

Higher education 3% 7 Aetiology/ comorbidity other diseases

Income Diabetes type 2 24% 55

Employed with payment 22% 50 Diabetes type 1 14% 31

Employed without payment 2% 5 Renal Failure 12% 28

Unemployed 24% 55 COPD 8% 19

Disability grant 10% 24 Asthma 7% 16

Pension 41% 94 HIV 7% 15

Living on own private means 1% 2 Tuberculosis 4% 8

Patient medical characteristics Cancer 1% 2

Heart failure diagnosis Comorbidity per patient, mean (interval) 2 0-4

Years since diagnosisa median/
interval

1 0-18 Karnofsky Performance Score, mean 
(interval)

50% (90%-20%)

Newly diagnosed 12% 27 Reason for hospital visit

NYHA stage at time of interview Acute admission 86% 197

III 90% 207 Outpatient clinicb 13% 29

IV 10% 23 Planned admission 2% 4

Contact with healthcare professionals Medication use (patients with an existing diagnosis n=201)

Prior hospital admissions last year 
(mean/interval)

1 0-4 ACE-inhibitors 57% 115

Prior healthcare contacts last 3 months β-blockers 47% 94

0 63% 144 Angiotensin receptor blockers 4% 7

1 28% 64 Digoxin 11% 22

≥ 2 10% 22 MRA 12% 25

Implantable Cardioverter Defibrillator 
(ICD)

5% 11 Diuretics other than MRA 92% 184

Data are presented as percentage and number, unless otherwise indicated. Abbreviations: ACE, angiotensin-
converting enzyme; COPD, chronic obstructive pulmonary disease; MRA, mineralocorticoid receptor antago-
nist; NYHA, New York Heart Association.
aNumber of years since diagnosis missing for 2 patients.
bIncludes patients following recent hospitalization and for scheduled follow-up.
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Correlates of symptom burden

Univariate and multivariate regression analyses to determine associations with symptom 

burden are presented in Table 3. Age, income, and prior hospital admission were found to be 

consistent correlates for the multivariate models. In the multivariate analyses, age, income 

and prior hospital admission were correlated to global distress (model 1: ƅ=0.007, P=0.030; 

ƅ=-0.270, P=0.029 and ƅ=-0.168, P<0.001 respectively), physical distress(model 2: ƅ=0.007, 

P=0.037; ƅ=-0.298, P=0.013 and ƅ=-0.211, P<0.000 respectively), number of symptoms (model 

5: ƅ=0.053, P=0.038; ƅ=-2.233, P=0.021 and ƅ=-1.498, P<0.001 respectively), psychological dis-

tress (model 3: prior hospital admission only, ƅ=-0.116, P=0.023) and total distress (model 4: 

prior hospital admission only, ƅ=-0.168, P<0.001). In these models, a higher symptom burden 

was associated with having a higher age, having no income (dichotomous variable; having 

no income compared to income) and having fewer hospital admissions within the past 12 

months. Multivariate analyses showed no association between the different models and the 

independent variables of gender, education, healthcare contacts, years since diagnosis, or 

comorbidities.

Table 3. Associations With Symptom Burden

Independent variables
Univariate analysis Multivariate analysis

ƅ P 95% CI for ƅ ƅ P 95% CI for ƅ

Model 1: Global distress Subscale, r2 =9,0%

Age 0.002 0.449 -0.003, 0.008 0.007 0.030 0.001, 0.014

Gender -0.102 0.280 -0.287, 0.083

Education -0.060 0.525 -0.244, 0.125

Income -0.157 0.140 -0.366, 0.052 -0.270 0.029 -0.512, -0.028

Years since diagnosis -0.042 0.772 -0.326, 0.242

Prior hospitalizations -0.172 <0.000 -0.264, 0.080 -0.168 <0.000 -0.260, -0.076

Healthcare contacts 0.137 0.156 -0.053, 0.327 0.160 0.091 -0.026, 0.347

Co-morbidity 0.022 0.661 -0.077, 0.122

Model 2: Physical distress Subscale, r2 = 13,0%

Age 0.001 0.729 -0.005, 0.006 0.007 0.037 0.000, 0.013

Gender -0.140 0.132 -0.322, 0.043 -0.112 0.204 -0.285, 0.061

Education -0.021 0.823 -0.203, 0.161

Income -0.221 0.035 -0.426, -0.016 -0.298 0.013 -0.532, -0.064

Years since diagnosis -0.088 0.534 -0.368, 0.191

Prior hospitalizations -0.216 <0.000 -0.305, -0.128 -0.211 <0.000 -0.300, -0.122

Healthcare contacts 0.074 0.438 -0.114, 0.262 0.106 0.247 -0.074, 0.286

Co-morbidity -0.024 0.625 -0.123, 0.074
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Table 3. Associations With Symptom Burden (continued)

Independent variables
Univariate analysis Multivariate analysis

ƅ P 95% CI for ƅ ƅ P 95% CI for ƅ

Model 3: Psychological distress Subscale r2 = 2,8%

Age 0.001 0.762 -0.005, 0.007

Gender -0.115 0.251 -0.311, 0.082 -0.116 0.247 -0.312, 0.081

Education 0.045 0.653 -0.151, 0.241

Income -0.121 0.284 -0.344, 0.101

Years since diagnosis -0.027 0.859 -0.332, 0.277

Prior hospitalizations -0.114 0.024 -0.214, -0.015 -0.116 0.023 -0.215, -0.016

Healthcare contacts 0.038 0.711 -0.164, 0.241

Co-morbidity 0.008 0.885 -0.098, 0.144

Model 4: Total MSAS Score, r2 =8,8%

Age 0.001 0.749 -0.004, 0.005

Gender -0.122 0.119 -0.275, 0.032 -.0124 0.100 -0.271, 0.024

Education -0.029 0.709 -0.182, 0.124

Income -0.159 0.072 -0.333, 0.014

Years since diagnosis -0.072 0.547 -0.308, 0.164

Prior hospitalizations -0.171 <0.000 -0.246 -0.095 -0.168 <0.000 -.0243, -0.093

Healthcare contacts 0.055 0.492 -0.103, 0.213

Co-morbidity -0.016 0.695 -0.099, 0.066

Model 5: Number of symptoms, r2 =10,7%

Age 0.010 0.666 -0.034, 0.054 0.053 0.038 0.003, 0.104

Gender -1.391 0.061 -2.847, 0.066 -1.177 0.101 -2.584, 0.229

Education -0.446 0.548 -1.91, 1.013

Income -1.669 0.047 -3.316, -0.021 -2.233 0.021 -4.124, -0.341

Years since diagnosis -0.415 0.716 -2.661, 1.832

Prior hospitalizations -1.530 <0.000 -2.250 -0.809 -1.498 <0.000 -2.218, -0.778

Healthcare contacts 0.238 0.756 -1.270, 1.746

Co-morbidity -0.268 0.503 -1.056, 0.520

Bold values correspond with significant outcomes (P = .05).
Abbreviations: CI, confidence interval; MSAS, Memorial Symptom Assessment Scale.
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Discussion

This study is the first to assess the prevalence, burden, and correlates of physical and psy-

chological symptoms in patients with NYHA stage III and IV heart failure in a developing 

country. We found that these patients report a high prevalence of symptoms and high levels 

of burden associated with these symptoms. Higher symptom burden is associated with a 

higher age, having no income and fewer hospital within the past 12 months.

The prevalence figures reported in this study are high compared with findings of several 

other studies who used the MSAS9 20 27 48. Focussing on the most prevalent physical and 

psychological symptoms in this study, varying percentages have been reported for the 

prevalence of shortness of breath (95.2% vs 56.3%-85.0%9 20 27 48), feeling drowsy/tired (93.0% 

vs 52.0%-90.0%9 20 27 48), pain (91.3% vs 52,0%-56,0%20 27), worrying (94.3% vs 43.7%-61.5%9 27), 

feeling irritable(93.5% vs 33.0%-53.7%9 27) and feeling sad(93.0% vs 42.7%-54.7%9 27). The high 

prevalence figures found in the current study are striking, especially in this group, with a high 

rate of patients being diagnosed with NYHA stage III. The discrepancies in symptom preva-

lence between our findings and previous studies could be explained by several factors: Not 

all studies restricted their inclusion to NYHA stage III or IV but also included NYHA stage 

I and II, measurements were done at different locations (i.e. at home, during an outpatient 

clinic visit, during an hospital admission) and at different points in the course of the illness 

(during an exacerbation, during a chronic period), studies reported on patients with a higher 

average age (having a younger age has been associated with a higher symptom burden in 

patients with cancer49 50), and studies were carried out in developed parts of the world (i.e. 

Europe and North America). It is possible that the prevalence figures in the current study 

are higher compared with earlier findings because most patients in the current study were 

interviewed at the time of an exacerbation of their illness (86% of patients were at the hos-

pital for an acute admission). Also, the KPS in our study was quite low compared with that 

in 3 other studies in patients with advanced heart failure (50% vs 69%-76%), which seems 

to confirm this hypothesis. Another possible explanation for the difference in prevalence 

figures is related to the prescription rates of recommended treatment. Treatment guidelines 

in South Africa51 52 are in line with those for Europe and North America53 54 in their recom-

mendation for the use of ACE inhibitors, ß-blockers, and spironolactone as an important 

part of heart failure treatment. The reported levels of medication in our study are, however, 

lower than recommended and also low compared to other studies, in which ACE-inhibitors 

were used by 47% to 82% of patients27 44 48 55-58 (vs 57% in our study); ß-blockers, by 34% to 

88%27 44 48 55-58 (vs. 47%); and MRAs, by 18% to 72%44 48 56-58 (vs. 12%). Under-treatment has 

been reported as a problem in heart failure treatment and does not seem to be limited to 

developing counties30 56.

The symptoms shortness of breath, numbness/ tingling in hands or feet and “I do not look 

like myself were considered most distressing by our study group. We found 2 previous studies 
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that reported on distress of symptoms in an advanced heart failure population. Blinderman 

et al.9 studied a sample of 103 community-dwelling patients with NYHA stage III/IV heart 

failure in the United States. According to this sample, the most distressing symptoms were 

other pain (in this study, pain was differentiated into cardiac pain and other pain), problems 

with sexual interest/activity and lack of energy. Zambroski et al.27 studied a sample of 53 pa-

tients with NYHA stage II to IV heart failure visiting a heart failure clinic in the United States. 

Patients in this study judged lack of energy, difficulty sleeping and shortness of breath to be 

the most distressing symptoms. Patients in the studies of Blinderman et al. and Zambroski 

et al. and the current study seem to disagree about which symptoms are most distress-

ing to them. This discrepancy could be related to the differences in symptom prevalence 

and ranking of most prevalent symptoms. Numbness or tingling in hands or feet can be 

caused by swelling of the arms or legs or associated with peripheral neuropathy secondary 

to diabetes. Prevalences of the symptom swelling of the arms or legs and of diabetes were 

higher in the current study compared with the studies of Blinderman et al. and Zambroski 

et al (81.3% vs 32.0-47.2% and 38% vs 33-32%, respectively9 27). It could by hypothesized that 

patients who report feeling that they do not look like themselves do so because of the 

presence of disfiguring symptoms such as swelling of arms or legs and weight loss (84.8% 

vs 19.4%-32.1%9 27), which were both more prevalent in our study. To be able to focus care 

on the most distressing symptoms, communication about symptom-related distress is key.

Having a higher age, having no income, and having fewer hospital admissions within the 

past 12 months were associated with higher symptom burden. The association with age is 

in accordance with previous studies that have shown an increased risk of heart failure hos-

pitalization with increasing age15 59. The association with income is in line with studies that 

have looked at the relationship between socioeconomic status (SES) and the risk of heart 

failure hospitalizations59-61. A lower SES is associated with a higher risk for heart failure and 

heart failure-related hospital admissions. Hospitalizations are usually due to an exacerbation 

of heart failure. The association of higher symptom burden with fewer hospital admissions is 

therefore rather surprising. It could be that patients who have been admitted have been well 

cared for, including receiving the recommended treatment, leading to lower symptom bur-

den in the group with previous hospital admissions. Another explanation could be related to 

the association with no income. In South Africa, healthcare access for all is constitutionally 

enshrined, but great inequities in access to and the subsequent use of healthcare remain62. 

Studies have indicated that low-income groups in South Africa cannot ‘‘afford’’ to be ill and 

therefore underreport or ‘‘ignore’’ illness62 63. Also, no money for transport, out-of-pocket 

payments, delays due to a belief that the illness was not serious enough to warrant immedi-

ate care, or that care would be ineffective have been reported as access barriers for the 

low-SES group62. It is startling that the number of healthcare contacts was not associated 

with symptom burden; therefore, we can presume that pain and symptom burden are not 

adequately addressed in routine existing care.

Symptoms in patients with advanced heart failure 13



Many of the symptoms that are being reported by patients with advanced heart failure 

are not generally thought of as being caused by heart failure4 20. Some symptoms may be 

related to medication used to treat heart failure, such as dry mouth or constipation, or 

with comorbidities, which are highly prevalent in this population20 64 65. Although the causes 

of various symptoms, such as pain5 8 66, remain unclear, these diverse symptoms together 

are responsible for a major portion of the decrease in quality of life associated with heart 

failure20. Advanced heart failure has been described as having one of the largest effects on 

quality of life of any advanced disease20 28. To optimally treat patients with heart failure, 

attention needs to be paid to all symptoms that are present , irrespective of their aetiology. 

Several authors have emphasized the need for incorporating palliative care in advanced 

heart failure care4 8 53 67-69. Palliative care is care tailored to the needs of patients; it is a 

holistic approach to the care for patients and their families who are facing the problems 

associated with a life-threatening illness.

There are some limitations to this study. First, concerning generalizability of the results, 

the patients were recruited from 1 medical centre and may therefore not be representative 

for the total population with heart failure residing in community settings; although patients 

were recruited consecutively during an inclusion period of 3 months, most patients who 

were included in the study were diagnosed with stage III heart failure. It is therefore possible 

that our results are not completely generalizable to patients with stage IV heart failure. We 

hypothesize that patients with stage IV heart failure are often too ill to visit the hospital 

and are taken care of at home. Second, concerning reliability and completeness of data 

collected from the medical record, it is not clear to what extent these medical records were 

complete and thus completely reflected the medical history and current health status of the 

patient. We did not collect data on ejection fraction, and therefore, we cannot fully reflect 

on the reported levels of medication in this study. Third, the cross-sectional design provides 

us with a ‘‘snapshot’’ of the symptom burden experienced by patients with advanced heart 

failure. Symptom burden is expected to change during the course of the disease. A longi-

tudinal follow-up is needed to know how symptom burden changes over time in patients 

with advanced heart failure, and these longitudinal data will follow in subsequent reporting. 

The strength of this study lies in the use of patient-reported data, instruments with good 

psychometric properties and multiple language options, the high response rate, and multiple 

recruitment points throughout the medical centre.

In conclusion, patients with advanced heart failure attending an academic medical centre 

in South Africa experience a high prevalence of symptoms and report high levels of burden 

associated with these symptoms. Current treatment seems not to be in accordance with 

national and global recommendations. Improved compliance with national and global treat-

ment recommendations could contribute to reduced symptom burden. Attention should be 

paid to high prevalent symptoms, symptoms associated with high distress, and symptoms 
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that are not generally thought of as being caused by heart failure. Incorporating palliative 

care into the care for these patients could contribute to the provision of tailored care.
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