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Abstract: 

Purpose of review:  
The experience of breathlessness in patients with heart failure is understudied. This review was 
aimed at evaluating the most recent qualitative findings regarding the experience of breathlessness 
in persons diagnosed with heart failure. 
 

Recent findings:  
A literature search was conducted using Pubmed, Psycinfo, BNI, Cinahl and Google Scholar including 
studies on breathlessness experience in patients with heart failure, published between 2017 and 
2018. Only 3 studies were identified, and findings were categorized into 5 themes: 1) 
acknowledgement of breathlessness, 2) prevailing consequences of breathlessness, 3) 
breathlessness in daily life, 4) recognising when breathlessness is a problem, and 5) communicating 
breathlessness. Understanding the experience of breathlessness was different before and after heart 
failure diagnosis. Patients experienced similar physical and emotional consequences of 
breathlessness but varied in strategies to manage the symptom. Patients often do not report 
breathlessness symptom, or are not asked to describe their symptom by the provider.  
 

Summary:  
Recent studies show those at risk for and those who have heart failure need appropriate education 
to recognize breathlessness as a critical symptom. Additionally, adequate communication between 
patients and providers of the breathlessness symptom is needed to support management.   
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Introduction:  

Heart failure is a global health problem that affects millions of people, particularly those over age 
701.  It is a syndrome of many symptoms, all of which can influence a person’s quality of life 
including physical, emotional, and socio-economical dimensions2.   The two most significant 
symptoms for patients with heart failure are breathlessness and fatigue3.  However, it is often the 
symptom of breathlessness which causes the acute episode requiring health care provider (HCP) 
attention. Unfortunately, it is one that appears to be inconsistently managed.  Breathlessness as a 
symptom of heart failure has previously been reviewed4-6, however, evidence is lacking regarding the 
experience of breathlessness in patients with heart failure. Our literature search did not find a 
comprehensive review of the breathlessness experience in patients with heart failure, thus it is 
difficult to understand this populations’ unique experience.  The aim of this review was therefore to 
synthesize recent qualitative findings (published 2017-2018) on how living with breathlessness is 
perceived by persons with heart failure. 
 
Search Strategy: 
 
We systematically searched Pubmed, Psycinfo, BNI, Cinahl and Google Scholar for literature using 
qualitative methods, published between 1 January 2017 and 1 September 2018 including the search 
terms: chronic heart failure, advanced heart failure, cardiac failure, heart failure, systolic heart 
failure and diastolic heart failure AND: breathlessness, dyspnoea*, shortness of breath AND: living, 
experience*, perception*. We restricted articles to adult participants and written in English. 
Relevant literature was screened for inclusion through review of titles and abstracts. Full-texts of 
relevant articles were obtained and independently screened by both authors for inclusion in review. 
Reference lists of relevant studies and reviews were hand searched to identify additional potential 
studies. Any disagreements on article inclusion were discussed between authors and resolved. 
Articles were included in the review if they met the following criteria: published between 1 January 
2017 and 1 September 2018; utilizing qualitative methodology; included an identifiable sample of 
participants with heart failure; and focused on breathlessness related to their condition. The 
database searches identified 109 articles. After removal of duplicates and abstract review, 18 articles 
underwent full review by both authors. Only 3 articles met full criteria for this review. Although 
one7** is a review of studies spanning back several years and includes a mix of medical diagnoses in 
addition to heart failure, the synthesis and application of findings demonstrate current perspectives 
on the topic of breathlessness, thus we felt it was appropriate to include this review. Figure 1 shows 
the screening process for selection of the 3 articles. 
 
Quality Appraisal 
Studies included for review were assessed by both authors for quality using Joanna Briggs Institute 
(JBI) Critical Appraisal Checklist for Qualitative Research8. 
 
Data extraction 
Data regarding characteristics of the studies were extracted manually by HW and checked for 
accuracy by TF. Findings most relevant to the aims of this review were tabled and include reference 
details, study design and methodology, aim, data collection method, and participants (table 1). 
 
Thematic synthesis analysis 
Data were synthesized using principles of thematic analysis in systematic reviews9. First, both 
authors reviewed results of each study, then HW coded text 'line-by-line'; next both authors 
independently organized the codes and constructed 'descriptive themes'; lastly each author 
reviewed independently the descriptive themes, then discussed together for agreement of themes. 
If there was incongruity, the authors systematically reviewed the theme and continued discussion 



until agreement was reached. Together, the authors generated 'analytical themes'. The analytical 
themes are presented in table 2. 
 
Results: 
 
There were 108 participants with heart failure diagnosis across the three studies. Two studies 10**, 

11** contained exclusive samples of persons with heart failure (N = 16 and N = 25); the third study7 
was a literature review that included the two above mentioned studies and an additional 6 studies 
with approximately 67 additional study participants with heart failure. Range of sample size across 
the three studies was 9 to 27. Reviewed studies are presented in Table 1 and all were judged to be 
of sufficient quality.  
 
Analytical Themes: 
Analysis of the 3 studies elicited 5 analytical themes describing patient’s experience with 
breathlessness: 1) Acknowledgement of breathlessness as a symptom, 2) prevailing consequences of 
breathlessness, 3) breathlessness in daily life, 4) recognising when breathlessness is a problem, and 
5) communicating breathlessness.   
 
Acknowledgement of breathlessness as a symptom: 
In all three studies, patients acknowledged the presence of breathlessness.  However, timing of 
acknowledgement varied greatly, with the majority not fully understanding the link between their 
heart failure and the symptom of breathlessness. Many patients identified a lack of knowledge of 
the symptom prior to heart failure diagnosis. This early gap impacted their attitude toward 
breathlessness 10**,11** with some not perceiving it as a meaningful symptom10**.  Patients often cited 
aging and not their heart failure condition as the reason for increased breathlessness7**,10** or 
associated it with other comorbidities or simply doing ‘too much’ 10**.  Only when breathlessness 
began to affect certain activities of daily living (ADLs) did patients acknowledge the symptom. After 
discussion with HCP, patients were able to identify heart failure as a cause.  Of interest though, 
when patients did acknowledge breathlessness, some immediately began normalizing the symptom. 
Similarly, Walthall et al (2017)11** found that patients described their breathlessness differently 
before and after heart failure diagnosis, however did not equate a worsening of breathlessness with 
a worsening of their heart failure condition even after diagnosis was known.   
 
Prevailing consequence of breathlessness 
All three papers described the physical and emotional consequences of breathlessness 7**,10**,11**. 
This finding is in line with previous findings in patients with heart failure 3,12. The physical effects 
manifested in a number of ways, including participants feeling tired or lethargic.  Patients described 
‘gasping for breath’ 10**,11** or ‘feeling as if they were suffocating or drowning’ 11**. Breathlessness 
negatively affected patient’s ability to walk, shower, care for grandchildren, and participate in social 
engagements 7**,10**,11**.  Patients also described how breathlessness made them feel uncertain 
about the future, causing them to be scared, frightened and hopeless11**. However, others described 
learning to compensate for their breathlessness and adapting life to work breathlessness within it.   
They would consciously walk slower, do less or prepare in advance for events 7**,10**,11**.  This 
allowed them to feel a sense of control; that breathlessness would not take over their life11**.   
 
Breathlessness in daily life 
Breathlessness as a daily occurrence was common across the three studies.  Most patients described 
breathlessness in the context of their ability to complete ADLs10**,11**; a similar finding in previous 
studies 13,14.  Patients described self-management activities to control their breathlessness, which 
were often self-taught and self-learnt11**.  Patients felt the need to carry on with daily tasks despite 
the limiting nature of their breathlessness 7**,10**.  Hutchinson et al (2018)7** described how patients 



used coping strategies for daily breathlessness. ‘Engaged coping’ included problem solving and social 
support strategies, whereas “disengaged coping’ included suicidal thoughts and hiding from others.   
 
Recognising when breathlessness is a problem 
Many patients discussed how they came to recognise breathlessness as a problem 7,**10**,11**.  This 
was often in the context of ADLs, but also when a family member identified the patient’s 
breathlessness to them 7**,10**.  Taylor et al (2017)10** highlights it was often the patient’s previous 
life experiences and professional background that influenced whether they viewed breathlessness as 
a problem that required help from their HCP.  A few patients threaded patterns together regarding 
the ‘course’ of their breathlessness even if they did not know the cause and were able to recognise it 
as a problem7**,10**,11**.   Taylor et al (2017)10** found patients discussed with hindsight a wish they 
had sought help earlier, knowing something was wrong but feeling the need to carry on as if 
everything was normal.   
  
Communicating breathlessness 
The reviewed studies described mixed findings regarding how participants communicated their 
feelings and experience of breathlessness.  Some patients found it difficult to rate numerically their 
breathlessness as they were not familiar with the severity range11**.   Patients also had difficulty 
explaining their breathlessness to HCPs, with the patient feeling the HCP did not appreciate the 
effect of the symptom on the individual7**.  Patients also noted during HCP visits they would be at 
rest and their breathing was calm, thus making it difficult for the provider to evaluate the impact of 
their breathlessness. A few patients and their carers felt this meant the provider felt nothing else 
could be done for them and they felt breathlessness was now considered a normal part of life for the 
patient7**. Taylor et al (2017)10** found somewhat different results. Although patients were not clear 
on terminology used during diagnosis, they felt once a diagnosis of HF was made their HCP was able 
to help them manage their breathlessness symptom.  
 
Discussion: 
This study reviewed recent qualitative evidence of patients’ experience of breathlessness in heart 
failure.  The thematic synthesis in this review highlights new and compelling insights regarding the 
acknowledgement of breathlessness as a symptom and recognizing when it is a problem and 
communicating breathlessness.  It is often perceived by older people as part of the ageing process, 
indicating they may find it difficult to first detect breathlessness, and then to report it as a 
symptom15.   Our review shows there is a difference between patients’ perceptions of breathlessness 
before and after a diagnosis of heart failure is known.  Symptom recognition and reporting are key 
areas for HCPs to focus with at-risk patients as these individuals may delay or avoid contacting their 
HCP despite experiencing breathlessness16. However, diagnosis of heart failure may or may not 
provide a better understanding of breathlessness as a symptom for patients. As seen in this review 
patients did not perceive increased breathlessness as an indication of worsening heart failure 
7**,10**,11**.  Our findings are in line with those of Grant et al 201817**, who describe their heart failure 
study sample struggling with symptoms and adherence in the first month post-hospitalization. 

Self-management strategies are key to managing heart failure symptoms18, including breathlessness.  
Our review found that patients described self-learning regarding breathlessness rather than 
instruction from HCPs7**,10**,11**. This finding may be supported by other studies in which patients 
reported adjusting to living at home with no information about their diagnosis, or feeling abandoned 
and having to develop their own strategies for managing their symptoms19,20. Self-care programmes 
have been shown to improve outcomes and reinforce education in patients with heart failure21.  The 
level of symptom burden may be important for driving self-care strategies.  The greater the 
symptom burden the higher the self-care engagement was, indicating symptoms are an important 
factor in self-care behaviours22*.  However, one study showed that though patients were able to 
apply self-care strategies, they were unable to interpret symptom changes in the context of heart 



failure, leaving them at risk for hospitalisation23.  These findings support the need for tailored 
education related to a patient’s disease progression.  

A key finding in our review was that communication of breathlessness was a significant factor 
affecting management of the symptom. Patient descriptions of lack of communication suggest the 
lived experience of breathlessness may be mostly hidden from HCPs. Additionally how patients 
perceive breathlessness compared to the assessment of the HCP appears to differ.  Some of the 
patient quotes in our reviewed studies support findings that older people report breathlessness to 
be twice as burdensome compared to HCPs’ assessment of their symptom15. Additionally, patients in 
our review found communication through assessment tools was not effective11**. Our findings are in 
line with Alpert et al (2017)24, who found use of assessment tools did not help communication of 
breathlessness between patients with heart failure and their HCP. In cases of miscommunication, it 
may be that HCPs are not asking the right questions. Instead of asking ‘are you breathless?’ when 
the patient is calmly sitting for an exam, it may be beneficial to ask ‘how does your breathlessness 
affect you at home?‘ as this may be more meaningful to the patient and elicit accurate information. 

Conclusion: 

This synthesis highlights that patients with heart failure who experience breathlessness are often left 
feeling unsure of the significance of the symptom and what symptom changes mean about their 
condition.  Clear communication between patients and HCPs should enable the patient to 
communicate the symptom of breathlessness in a meaningful way. This in turn would enable the 
HCP to accurately assess the symptom and work with the patient to develop strategies to manage 
their breathlessness.  

 

Key points: 

• Breathlessness in patients with heart failure was widespread consequence to their daily life 
• Patients with heart failure who experience breathlessness feel unsure of the significance of 

the symptom and what changes meant to their condition 
• There needs to be meaningful communication between patients and health care providers 

to enable breathlessness to be managed effectively 
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Table 1.  Characteristics of reviewed studies.  
 

Author 
(date) 

Study Design or 
Methodological 
Approach 

Aim Data 
Collection 

Participants 

Hutchinson 
et al 
(2018)7 

Systematic 
literature review 
and Qualitative 
synthesis 

To explore qualitative research on 
the experience of and response to 
breathlessness due to a variety of 
medical conditions, by those living 
with it, those who care for them 
and clinicians who treat them, 

N/A 5/101 studies were heart failure 
participants only; a further 5 
studies identify explicitly 
participants with heart failure 
within a mixed study population 

Taylor et al 
(2017)10 

In-depth  
interview study 

To explore the experiences of 
patients with a recent diagnosis of 
heart failure with a focus on the 
symptom onset and diagnosis 
parts of the pathway to explore 
how and when patients realised 
something was 
wrong and what the term ‘heart 
failure’ means to them. 

Semi-
structured 
interviews 

N = 16, 
Mean age 78.5 yrs (range 52-87)  
Female 31.3%  
Participants diagnosed with 
heart failure <1 year. 
 

Walthall et 
al (2017)11 

Descriptive 
qualitative 
design 

to explore how patients 
themselves describe their 
experiences of breathlessness, 
how 
breathlessness affects their daily 
lives and how they adjust to and 
manage it. 

Semi-
structured 
interviews 

N = 25,  
Mean age 72.7 yrs (range 53-86) 
Female 40%  
Participants diagnosed with 
HFrEF; 92% NYHA class III/IV. 

 
 
 
 

Table 2: Themes and sub-themes from synthesis 
 
Theme Sub-theme 
1.Acknowledgement of breathlessness as a 
symptom 
 

Understanding the diagnosis 
Normalization of symptoms 
 

2 Prevailing consequences of breathlessness Physical effects 
Uncertainty 
Compensation  

3 Breathlessness in daily life Self-management of breathlessness 
Effect on ADLs 

4. Recognising when breathlessness is a 
problem 

Seeking support 
 
 

5. Communicating breathlessness Describing critical events/ terminology 
Responsiveness of health provider 
 

 
 

 



Figure 1: PRISMA flow chart reporting items for systematic review literature searching. 
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