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Diagnostic delays for breathlessness in primary 
care:
a qualitative study to investigate current care and inform future pathways

INTRODUCTION 
Chronic breathlessness is a common, 
distressing symptom with a prevalence 
of 9%–11% in the general population,1,2 
increasing to 25% in older age.3 Chronic 
breathlessness syndrome is described as 
breathlessness persisting despite optimal 
treatment of the underlying cause, and 
which causes disability.4 This complex 
symptom negatively affects physical 
function, quality of life, and survival,5,6 
frequently leading to primary and 
emergency care consultations.7,8 Patients 
presenting with chronic breathlessness 
may receive a diagnosis for conditions 
including cardiorespiratory disease, anxiety, 
depression, and obesity.9,10 Multimorbidity 
is common in patients with breathlessness, 
and cross-sectional population studies 
have shown considerable overlap in the 
causes of breathlessness.11 One study 
showed that 66% of people reporting 
breathlessness had ≥2 contributing causes 
to their breathlessness, with respiratory 
disease and anxiety or depression being 
the most common combination.10 The 

Australian National Breathlessness Survey 
found that obesity accounted for a quarter 
of breathlessness symptoms in adults.12 
Deconditioning is a likely important 
contributing factor that is currently less well 
quantified.13 

Despite the impact breathlessness has 
on quality of life,14 people with the condition 
may delay seeking help, normalising their 
symptoms,15,16 and frequently experience 
significant delays in diagnosis and treatment 
after seeking help.17,18

Evidence about patients’ experiences 
while awaiting diagnosis and clinicians’ 
experiences of managing the diagnostic 
challenges of chronic breathlessness 
in primary care is lacking. Previous 
literature has described the experiences 
of patients living with breathlessness in 
specific disease conditions, commonly 
cancer or cardiorespiratory disease.15,19–22 
Patients have reported the ‘invisibility’ of 
breathlessness, which is difficult to describe 
and associated with stigma, leading to 
embarrassment about its effects.23 Patient 
help-seeking behaviour and clinician 
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responsiveness to patients and their 
breathlessness have been described as 
important factors in being able to live well 
with breathlessness.22 

Challenges for clinicians around 
achieving a diagnosis include the complex 
multimorbidity of breathlessness,16,24 
accessibility of investigations,25 and 
variable adherence to disease-specific 
diagnostic pathways.18 Surveys of 
respiratory clinicians indicate a greater 
focus on clinical features (such as cough 
and sputum) than on quality of life 
domains when assessing breathlessness.26 
Interviews with respiratory medical 
trainees highlighted their concerns about 
discussing breathlessness with patients 
and symptom management.27 Overall, 
there is limited literature to provide insight 
into the reasons for delays to diagnosis 
for chronic breathlessness and possible 
solutions. 

To develop diagnostic pathways to 
reduce delays to diagnosis and treatment, 
and to improve outcomes for patients, this 
study aimed to explore current usual care 
from the experiences of patients living with 
breathlessness seeking health care, and 
from primary care clinicians involved in the 
diagnostic process.

METHOD 
This research is reported in line with 
the standards for reporting qualitative 
research.28 

Participants
Semi-structured interviews were 
conducted between November 2019 and 
October 2021 with participants enrolled 
in a mixed-method feasibility cluster 
randomised controlled trial (cRCT) in 

England called Breathlessness DiagnosE 
Early in Primary care (Breathe DEEP) 
(ISRCTN14483247).29 The Breathe DEEP 
trial involved 10 GP practices across 
Leicester and Leicestershire, which were 
cluster randomised to either a structured 
diagnostic pathway (intervention) or to 
usual care. The structured diagnostic 
pathway included a panel of investigations, 
completed within 2 months of consultation 
with the GP for breathlessness. Usual care 
involved the clinician’s normal practice with 
national guidance highlighted.30 Eligible 
patients were >40 years old, breathless for 
longer than 2 months, and presenting for 
the first time, with no previous diagnoses 
for their breathlessness.29 Semi-structured 
interviews were conducted with clinicians 
from 10 practices enrolled in the cRCT, who 
were not necessarily directly involved in the 
care of the patients interviewed. 

Interviews
The patient interview guide (see 
Supplementary Box S1 for details) included 
questions on the patients’ experiences 
of help seeking for breathlessness and 
related health care, and the conduct of 
the cRCT. The clinician interview guide 
(see Supplementary Box S2 for details) 
explored diagnosis and breathlessness 
management, associated challenges, 
impact of the COVID-19 pandemic during 
this timeframe, and the conduct of the 
cRCT. Interview data relating to patient 
experience during lockdown at the start of 
the pandemic are published elsewhere.31 
Data on the conduct of the cRCT are also 
reported elsewhere (article submitted for 
publication).

Interview guides were developed 
collaboratively with members of the local 
patient and public involvement (PPI) 
group. The PPI group helped with phrasing 
questions about how/when patients 
sought help for their breathlessness and 
their expectations. An iterative approach 
was taken throughout the interview and 
analysis process, including reviewing and 
amending the guide to explore issues 
arising in earlier interviews. Interviews 
with patients continued until perceived 
theoretical saturation; the topic guide 
was no longer evolving and data were of 
sufficient depth and complexity around the 
topic.32,33 Interviews with clinicians were 
completed until representation from each 
participating GP practice was achieved to 
maximise variation in responses.

Two interviewers, who were trained in 
qualitative methods, conducted interviews 
face to face or via telephone. Interviews 

How this fits in 
Delays to diagnosis for patients 
presenting with chronic breathlessness 
are well described. This study set out 
to investigate current care for patients 
awaiting a diagnosis to inform future 
diagnostic pathways. The data highlight 
the challenges of symptom recognition, 
timely investigations, making a positive 
diagnosis, and difficult consultations. 
To achieve earlier diagnosis and better 
outcomes for patients with breathlessness, 
clinicians need to Ask, Act, and Advise: 
Ask to understand and validate symptoms, 
Act to initiate timely investigations, and 
Advise a positive diagnosis while offering 
breathlessness relief strategies.
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were recorded and transcribed verbatim. 
One interviewer is a physiotherapist and 
the other has a non-clinical psychology 
background. Another researcher 
independently verified consistency 
of interview practice, communication 
style, and quality of data obtained by the 
interviewers.

Analysis
The transcripts were analysed using 
reflexive thematic analysis,34 with 
analysis grounded in the interview data, 
supported by NVivo software (version 12). 
Analysis included familiarisation with 
data, generating initial codes, generating 
initial themes, reviewing and developing 
themes, refining and naming the themes, 
and producing the report.34 Initial coding 
was carried out independently by two 
researchers to develop a coding tree. One 
researcher completed full coding of all 
transcripts, maintaining a reflexive diary 
and discussions with the study team about 
the influences of previous experiences 
as a clinician working with patients with 
breathlessness. The wider research 
team discussed and reviewed the codes 
and patterns of shared meaning across 
the transcripts, drawing on experience 
and insight of the whole team, which 
included clinicians and researchers. The 
team collaboratively identified themes, 
using quotes from the transcripts to 
check data interpretation. The data were 
presented to the PPI group to check 
whether interpretation and description 
of the themes remained in line with the 
original data. One interviewer had not 
previously performed semi-structured 
interviews but was experienced in clinical 
consultations with patients presenting with 
breathlessness. This was balanced with a 
second interviewer who was not a clinician 
and had significant previous experience in 
qualitative research methods.

RESULTS
Interviews were conducted with 34 patients 
and 10 clinicians. All patients consented 
to an interview as part of the wider 
Breathe DEEP study. Clinicians from each 
participating GP practice were asked to 
express interest in an interview, with the 
aim of gaining representation from each 
practice. Patients’ demographic details 
were as follows: 20 (59%) were female; 
mean age was 68 years (standard deviation 
[SD] 10.8, range 48–89); 32 (94%) were 
White British; and median indices of multiple 
deprivation quintile was 3 (interquartile 
range 2–5). Clinicians had a mean 17 years 

of experience (SD 6.3, range 6–30), five 
of whom (50%) were female, and seven 
(70%) were White British. Clinicians 
were from 10 GP practices with a mean 
population of 15 300 (SD 7.6, range 10–40); 
nine were GPs and one was a respiratory 
nurse. Five themes emerged from the data: 
recognising and validating symptoms of 
breathlessness is an important first step; 
clinical decision making for breathlessness 
is complex; difficult conversations arise 
when a disease-related diagnosis is not 
confirmed; disease management rather 
than symptom management is prioritised 
by clinicians; and patient experience is 
influenced by clinician communication 
style. The first four themes describe the 
patient and clinician journey, while the fifth 
theme about communication was evident 
throughout the first four themes.

Recognising and validating symptoms 
of breathlessness is an important first 
step. Patients delayed presenting with 
breathlessness, often normalising 
symptoms. Patients described either the 
impact of exertional breathlessness on 
daily activities prompting them to seek help, 
or situations where they had sought help for 
another problem when their breathlessness 
was identified:

‘I was getting out of breath, didn’t really 
do anything about it until people started 
commenting at work about it.’ (Patient 30)

‘But then I found that I was getting breathless 
if I just walked upstairs at home or if I walked 
from the lounge to the kitchen, and that’s 
when I thought I better go and see my GP.’ 
(Patient 26) 

‘I went to see my GP about another problem 
… and then you say a throwaway thing, 
you know … “and I have problems with 
breathlessness”.’ (Patient 33)

‘It’s because I was getting these symptoms 
which I didn’t understand and I wanted 
somebody to go through it with me and just 
confirm whether I was ill or not.’ (Patient 1)

Once patients sought help, they described 
being referred for investigation and how this 
helped to validate their symptom:

‘I did find it really good because I was just 
thinking … “Well I’m only breathless” and I 
wasn’t really thinking it was anything bad, 
and then all of a sudden I was going for all 
these tests.’ (Patient 7)
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‘I’d sooner have it tested and know than not 
have it tested and don’t know.’ (Patient 16)

At the point of presentation to the GP, 
patient and clinician priorities were 
closely aligned in finding a cause for the 
breathlessness:

‘I would like an answer … I think if you have 
an answer, you know where you’re going.’ 
(Patient 7) 

‘Again because breathlessness is just a 
symptom, it’s not a diagnosis, so you need 
to look for a cause.’ (Clinician 7)

Clinicians interpreted the validity of 
breathlessness in light of a diagnostic plan 
to identify a disease label:

‘When a patient has genuine pathology, 
the barriers are not so difficult. So if you’ve 
got somebody who has got genuine COPD 
[chronic obstructive pulmonary disease], 
genuine ischaemic heart beat, heart failure, 
or someone’s got asthma, we can test for 
that.’ (Clinician 3)

‘You may have a suspicion, for example, 
that it could be perhaps just down to 
some physical deconditioning but several 
differentials need to be excluded in order 
to confidently arrive at that diagnosis.’ 
(Clinician 6)

Clinical decision making for breathlessness 
is complex. Clinicians described balancing 
the need to investigate appropriately 
with avoiding unnecessary investigations 
because of concerns over patient burden 
and increased costs:

‘In general practice we tend to try and be 
fairly focused. So you would try and do the 
investigations that you think are likely to 
show you what’s going on.’ (Clinician 8)

‘I think with every investigation you need to 
have a specific question in mind. You don’t 
want to investigate everyone because then 
that will have a massive strain … on the 
whole of the NHS.’ (Clinician 4)

Clinicians described taking an 
incremental approach to diagnosis, as per 
their medical training:

‘You are taught to say “Well, what’s the most 
likely diagnosis?”, so investigate for that and 
then revise your hypothesis in light of new 
information. So as a GP you’re taught that 
OK, so clinically I think this is COPD … Let’s 

arrange some spirometry and if that’s normal 
we’ll then revisit our hypothesis and revise 
our differential diagnosis.’ (Clinician 10)

Clinicians described feeling less 
confident with a diagnosis of exclusion, 
when investigations returned with no 
abnormality, possibly finding it a trigger for 
onward referral:

‘Because even if those investigations were 
normal, if you are looking at something like 
dysfunctional breathing, I can’t access any 
help for that in general practice … And I also 
I kind of want that reassurance from the 
consultant that I’m not missing anything as 
well.’ (Clinician 10)

‘Sometimes having been to a specialist 
clinic does reassure them more than I can, 
because they feel they’ve seen the expert 
in lungs, rather than a generalist GP.’ 
(Clinician 8)

Patients expected to be sent for 
investigation or be told the cause of their 
breathlessness. Patients described 
different levels of investigation:

‘And it feels like I’ve not had any answers 
anywhere really, well answers to rule out. 
Now I’d have liked more done to check the 
heart, especially as there’s three things 
there that is wrong.’ (Patient 5)

‘I think the best part of it, once you got the 
tests done, is getting a clear explanation of 
what is likely to be the problem, and equally 
what isn’t the problem.’ (Patient 40)

Difficult conversations arise when 
a disease-related diagnosis is not 
confirmed. All clinicians referred to difficult 
conversations with patients, often centred 
around causes of breathlessness without a 
disease label or where lifestyle advice and/
or psychological support was required:

‘It’s a challenge where you’ve got somebody 
who is symptomatic with breathlessness 
and you’ve investigated them for everything 
that you can think of and there is nothing 
positive coming back on their tests. And 
you believe that it’s probably due to 
deconditioning, weight gain, so where 
there’s not a specific pathology and patients 
are challenging you on that.’ (Clinician 5)

‘I think one thing I struggle with would be, if 
someone has got chronic breathlessness, 
diagnosing it due to their body habitus, or 
due to anxiety.’ (Clinician 2)
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‘If you tell that it might be because of their 
weight, they know that they’re going to 
be told off. So I think they probably don’t 
want to believe that is the reason for the 
breathlessness.’ (Clinician 1)

Some clinicians indicated they would 
engage in conversations that they 
recognised might be hard for patients to 
hear:

‘For some patients I would diagnose the fact 
that they’re just unfit. They say they’re feeling 
breathless and you go “Well you’re fat and 
you do no exercise.” I wouldn’t say it quite like 
that, but there’s a reality check of the fact that 
you’re totally deconditioned.’ (Clinician 7)

Patients also described difficult 
discussions, either in relation to the reason 
offered for their medically unexplained 
breathlessness, or when no explanation 
was forthcoming. One patient also reported 
not knowing he had a respiratory diagnosis:

‘Told me that it was probably I wasn’t fit, 
they’ve done all the tests that they could, 
there was nothing wrong with me.’ 
(Patient 28)

‘And then when I went to see the nurse for 
my second breathing test she said, “How 
long have you had COPD?” I said, “What 
is COPD?” And he’d not told me that that’s 
what I’ve got. So I was in the dark, you know, I 
didn’t know I had anything wrong with me at 
all apart from infection.’ (Patient 1)

‘Everything gets put down to menopause or 
anxiety, I have anxiety problems, I did have 
menopause, I’m past that.’ (Patient 40)

Clinicians and patients also referred to 
time pressures in a consultation, both in 
relation to discussions with patients and to 
investigating in a timely manner:

‘The disadvantage is we are time pressured 
and you generally have ten minutes for an 
appointment. Which isn’t a long time to do a 
thorough examination, history, explanations, 
and all the things that go with it.’ (Clinician 8)

‘And I guess in that time the patient and the 
doctor can get a bit frustrated, well we’re not 
finding anything, we’ve not found the cause 
of this yet, if you’re not getting your tests 
done in a timely way.’ (Clinician 10)

‘Don’t think it was thorough, well they can’t 
be thorough can they because at the end of 
the day they’ve got next one in?’ (Patient 6)

Disease management rather than 
symptom management is prioritised by 
clinicians. Although the need to find a 
cause for breathlessness was a clear and 
appropriate priority for both clinicians 
and patients, the data also highlighted a 
lack of advice for immediate symptom 
management during the diagnostic journey:

‘They’ve not given me any treatment to help 
it because it’s not diagnosed, which is what I 
found a bit odd. I mean they could have given 
me something to just tide me through a bit.’ 
(Patient 5)

‘Just help to know, to be a bit more aware of 
what I can do to live with this.’ (Patient 31)

Some clinicians acknowledged the 
importance of symptom management:

‘Because our primary concern would be 
the patient’s wellbeing and trying to make 
the patient feel better and give them some 
symptomatic relief.’ (Clinician 4)

‘Advice would be around lifestyle, so BMI 
[body mass index], smoking, and just trying 
to exercise regularly would be a general 
advice; but also safety netting advice as well.’ 
(Clinician 6)

‘I suspect that I would have a trial of treatment 
and see if that made a difference, think 
about trying an inhaler with their symptoms.’ 
(Clinician 7)

However, many clinicians expressed 
lower confidence in suggesting 
non- pharmacological approaches to help 
with breathlessness:

‘In terms of breathing exercises and 
mindfulness, and that side of things, I 
think I’m probably not in a particularly 
good position to advise patients very well.’ 
(Clinician 3)

‘For me personally, I don’t know that 
I necessarily give breathlessness 
management advice in terms of breathing 
techniques and things like that. I don’t know 
that I give that initially. It probably ends up 
happening once you get the actual formal 
diagnosis of COPD and then we maybe get 
into the disease management side of things.’ 
(Clinician 10)

Patient experience is influenced by clinician 
communication style. Patients described a 
variety of clinician communication styles, 
and this theme ran throughout the patient 
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journey. Several patients described the 
benefits of clear explanations and where 
they had positive experiences:

‘To be honest with you, it’s all been very 
good. Very clear, concise of just exactly 
what’s happening. This is what we’re 
going to do. I quite like doctors being very 
straightforward.’ (Patient 50) 

‘The follow-up side of it, they were very good 
… especially the doctor, she didn’t hang 
about … it all fell into place.’ (Patient 29) 

‘And I think it was taking that time to say 
“OK yes … these are other things that need 
to be checked, these are tests that should 
have been done, so I’m going to get them 
done”, and just taking that time to listen.’ 
(Patient 40)

However, there were examples of patients 
feeling dismissed or embarrassed. These 
contrasting styles of delivering information 
and responding to patients’ concerns also 
occurred at the point of diagnosis:

‘[GP] said, “Well you are overweight”, just 
like that and that was it.’ (Patient 47)

‘[GP] said, “I think you’re just getting 
anxious” and … that I need to just relax. And 
they [GP] said, “When the heart scan’s done 
we’ll then discuss it.”’ (Patient 44) 

‘I feel my next breath is going to be my last 
one. And his comments were “Well that’s a 
bit extreme” … he was very professional, but 
it was very short.’ (Patient 24)

‘“Nothing the matter with you, it’s just 
because you’re not fit” … I feel a fraud going, 
you know, I just don’t want to go and be 
spoke to like that.’ (Patient 28)

Clinicians revealed their challenges in 
responding to patients’ concerns and they 
described ways to discuss breathlessness 
with patients, particularly where a diagnosis 
is not straightforward:

‘By explaining why you’ve taken it seriously, 
you’ve excluded other causes, you’re 
allowing them to come on that journey with 
you … And usually they come along with 
you, I think partly because they feel listened 
to.’ (Clinician 8)

‘“But I’ve got COPD” and you say “Yeah but 
unfortunately you are quite overweight and 
… with obese patients you will get short of 
breath and especially if your levels of fitness 

are not very good.” And it’s hard to engage 
them to take some sort of responsibility 
for improving their overall health, they just 
want to be given an inhaler that’s going to 
sort everything out.’ (Clinician 9)

DISCUSSION
Summary
This study examined the experiences of 
current care in 2020–2021 for patients 
and primary care clinicians navigating 
the journey from presentation with 
breathlessness to a possible diagnosis. The 
data provide novel insights into possible 
reasons for the delays to diagnosis for 
patients presenting with breathlessness. 
The combination of poor symptom 
recognition and delayed help seeking 
by patients, alongside an incremental 
approach to investigations, could lengthen 
the diagnostic process. Clinicians described 
challenges in explaining breathlessness 
associated with deconditioning when 
specific disease states had been 
investigated and excluded. This frequently 
led to difficulty in progressing to effective 
breathlessness management. Throughout 
the diagnostic journey, communication 
was key and there was clear indication 
that time pressures in primary care and 
lack of specialist support were an issue. 
While awaiting investigative results, 
provision of advice or information about 
low-risk, evidence-based strategies for 
relief of breathlessness appeared to be an 
unmet need for patients. To achieve better 
outcomes for patients with breathlessness, 
measures are needed to address the 
reasons for delays to diagnosis, to improve 
early accurate diagnosis, and to offer 
breathlessness relief strategies.

Strengths and limitations 
To the authors’ knowledge, this is the 
first study to report usual care through 
the experiences of patients with chronic 
breathlessness awaiting a diagnosis, 
alongside the experiences of clinicians 
managing the diagnostic process. 
Thirty- four patients were interviewed, 
providing a sufficient sample size for data 
analysis. 

The ethnicity of most patients was White 
British, which is not representative of the 
diverse local population. Opportunistic 
recruitment at the point of consultation 
with the GP was used for the study and 
either adults from other ethnic backgrounds 
declined to have their details passed on to 
the study team or were not invited by their 
GP. Of the participants identified, two were 
excluded because they had insufficient 
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understanding of English, therefore 
interpretation should be offered for future 
studies. The number of clinician interviews 
was limited as a result of pressures 
in primary care during the COVID-19 
pandemic. One clinician from each of the 
GP practices in the study was interviewed, 
but their views may not be representative. 
The sampling for clinician interviews was 
mostly opportunistic, possibly introducing 
positive responder bias. It is not possible 
to exclude that being involved in the wider 
Breathe DEEP trial may have influenced 
patients’ and clinicians’ experiences.

Comparison with existing literature
As in this study, others have found that 
breathlessness is likely to be identified by 
clinicians when patients are seeking help 
for a different problem, thus increasing 
the complexity of patient assessment in an 
already time-limited appointment.35 Some 
patients recalled being prompted by others 
to seek help, supporting existing literature 
around help-seeking behaviour by patients 
with breathlessness.15,19 

The incremental approach to 
investigation to rule out individual 
diagnoses described by clinicians may be 
due to disease-specific guidelines that 
promote excluding a particular diagnosis, 
rather than a holistic approach to find all 
causes of a symptom.36,37 An incremental 
approach could be appropriate if timely 
investigations and multiple reviews were 
possible, but this is commonly not the case 
and has been further exacerbated by the 
COVID-19 pandemic causing delays in 
health care.38

There are multiple causes of, and 
contributing factors to, breathlessness, 
which may be missed when a single disease 
diagnostic algorithm is used. The current 
study highlights the tension between 
performing extensive investigations in 
every patient to find a diagnosis rapidly 
versus patient burden, and overuse and 
cost; some investigations may also have a 
level of harm involved.39,40

Clinicians described challenges when 
a disease label was not identified, feeling 
ill prepared to offer advice or be definitive 
about weight, deconditioning, and anxiety 
as causes of breathlessness. These 
causes were considered less acceptable 
as a positive or confirmed diagnosis to 
both clinicians and patients. However, 
consideration of the definition of a diagnosis: 
‘the process of determining the nature of a 
disorder by considering the patient’s signs 
and symptoms, medical background, and 
— when necessary — results of laboratory 

tests’ 41 highlights that the nature of the 
disorder can be a multitude of things and is 
not solely a disease label.

Several quotes in this study demonstrate 
that clinicians and patients recognised 
that deconditioning and obesity were 
important factors contributing to 
breathlessness. Opportunistic behaviour 
change interventions, such as smoking 
cessation, increased physical activity, and 
weight loss, are advocated in healthcare 
settings; however, a lack of time and 
perceived lack of clinician skills and patient 
motivation are known barriers.42 Time 
was a factor identified by participants in 
this study. Successful supervised exercise 
programmes, such as pulmonary and 
cardiac rehabilitation, are designed for 
adults with respiratory or cardiac conditions 
with exertional breathlessness;36,43 
deconditioning is frequently the dominant 
cause of breathlessness, rather than 
the specific pulmonary or cardiac 
impairment, and the mechanism of benefit 
of rehabilitation is through the effect on 
skeletal muscle. Research is ongoing to 
broaden these programmes for adults 
with exertional breathlessness regardless 
of underlying disease.44 Recognising and 
describing deconditioning as a positive 
diagnosis with a targeted therapy, such as 
exercise training, may aid communication 
between clinician and patient.

Implications for practice 
This study found that there are challenges 
associated with reaching a meaningful 
diagnosis for patients with breathlessness, 
but that recognition and validation of the 
symptom of breathlessness is an important 
first step. Time is a constant pressure in GP 
consultations; however, time spent early on 
listening to patients’ concerns about how 
breathlessness affects them may improve 
the overall patient experience.45,46

The clinician’s communication style 
has a profound effect on the patient, and 
training around advanced communication 
skills, opportunistic behaviour change, and 
motivational interviewing have been shown 
to have some benefit.47,48 Providing patients 
with information about the investigation 
process and about what has been excluded 
may be of therapeutic benefit in reducing 
their anxiety about serious underlying 
pathology. However, this needs to be 
balanced with receipt of a positive diagnosis 
that the patient understands.

It is important for clinicians to consider 
breathlessness as a therapeutic target, 
as well as an important indicator of 
underlying illness.49 There are models 
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to support this approach, which facilitate 
clinicians in enabling patients to develop 
coping strategies and manage their 
symptoms.16,22 A symptom-based approach 
is commonly used with chronic pain,50 
which like breathlessness is a complex 
symptom with affective and sensory 
components.51 Previous comparisons 
of clinicians’ approaches to chronic 
pain and breathlessness suggest that 
breathlessness was less likely to be 
objectively assessed, followed up, and 
perceived as requiring additional treatment 
than chronic pain.52 Healthcare approaches 
to chronic pain serve as a good example 
of a symptom-based approach to holistic 
assessment, diagnosis, and management. 

This study indicates that clinicians 
value specialist support in instances 
where a diagnosis is less straightforward. 
Understanding the most effective way to 
communicate the key messages to patients 
when the diagnosis for breathlessness 
is deconditioning, obesity, or anxiety, or 
where other conditions have been excluded, 
alongside a personalised symptom-based 
management plan, could also be of benefit.

A complex intervention is needed to 
support patient and clinician recognition 
of breathlessness, early symptom-based 
investigation that allows for the detection of 
multiple causes, and support for clinicians 
to be confident with delivering less 
disease-specific diagnostic labels such as 
deconditioning.

British Journal of General Practice, June 2023  e475



REFERENCES
1. Bowden JA, To TH, Abernethy AP, Currow DC. Predictors of chronic 

breathlessness: a large population study. BMC Public Health 2011; 11: 33.

2. Currow DC, Plummer JL, Crockett A, Abernethy AP. A community population 
survey of prevalence and severity of dyspnea in adults. J Pain Symptom Manage 
2009; 38(4): 533–545.

3. van Mourik Y, Rutten FH, Moons KG, et al. Prevalence and underlying causes 
of dyspnoea in older people: a systematic review. Age Ageing 2014; 43(3): 
319–326.

4. Johnson MJ, Yorke J, Hansen-Flaschen J, et al. Towards an expert consensus 
to delineate a clinical syndrome of chronic breathlessness. Eur Respir J 2017; 
49(5): 1602277.

5. Smith AK, Currow DC, Abernethy AP, et al. Prevalence and outcomes of 
breathlessness in older adults: a national population study. J Am Geriatr Soc 
2016; 64(10): 2035–2041.

6. Frostad A, Søyseth V, Andersen A, Gulsvik A. Respiratory symptoms as 
predictors of all-cause mortality in an urban community: a 30-year follow-up. J 
Intern Med 2006; 259(5): 520–529.

7. Hutchinson A, Pickering A, Williams P, et al. Breathlessness and presentation to 
the emergency department: a survey and clinical record review. BMC Pulm Med 
2017; 17(1): 53.

8. Frese T, Sobeck C, Herrmann K, Sandholzer H. Dyspnea as the reason for 
encounter in general practice. J Clin Med Res 2011; 3(5): 239–246.

9. British Thoracic Society, Primary Care Respiratory Society UK. Breathlessness 
IMPRESS tips for clinicians. https://www.networks.nhs.uk/nhs-
networks/impress-improving-and-integrating-respiratory/documents/
Breathlessness%20IMPRESS%20Tips%20for%20clinicians%20FINAL%20
2014-01-09.pdf (accessed 4 Apr 2023).

10. Sandberg J, Ekström M, Börjesson M, et al. Underlying contributing conditions 
to breathlessness among middle-aged individuals in the general population: a 
cross-sectional study. BMJ Open Respir Res 2020; 7(1): e000643.

11. Sandberg J, Olsson M, Ekström M. Underlying conditions contributing to 
breathlessness in the population. Curr Opin Support Palliat Care 2021; 15(4): 
219–225.

12. Guo YL, Ampon MR, Poulos LM, et al. Contribution of obesity to breathlessness 
in a large nationally representative sample of Australian adults. Respirology 
2022; DOI: 10.1111/resp.14400.

13. Parshall MB, Schwartzstein RM, Adams L, et al. An official American Thoracic 
Society statement: update on the mechanisms, assessment, and management 
of dyspnea. Am J Respir Crit Care Med 2012; 185(4): 435–452.

14. Kochovska S, Chang S, Morgan DD, et al. Activities forgone because of chronic 
breathlessness: a cross-sectional population prevalence study. Palliat Med Rep 
2020; 1(1): 166–170.

15. Taylor CJ, Hobbs FD, Marshall T, et al. From breathless to failure: symptom 
onset and diagnostic meaning in patients with heart failure — a qualitative study. 
BMJ Open 2017; 7(3): e013648.

16. Spathis A, Booth S, Moffat C, et al. The breathing, thinking, functioning clinical 
model: a proposal to facilitate evidence-based breathlessness management in 
chronic respiratory disease. NPJ Prim Care Respir Med 2017; 27(1): 27.

17. Jones RC, Price D, Ryan D, et al. Opportunities to diagnose chronic obstructive 
pulmonary disease in routine care in the UK: a retrospective study of a clinical 
cohort. Lancet Respir Med 2014; 2(4): 267–276.

18. Kim D, Hayhoe B, Aylin P, et al. Route to heart failure diagnosis in English 
primary care: a retrospective cohort study of variation. Br J Gen Pract 2019; DOI: 
https://doi.org/10.3399/bjgp19X705485.

19. Pinnock H, Kendall M, Murray SA, et al. Living and dying with severe chronic 
obstructive pulmonary disease: multi-perspective longitudinal qualitative study. 
BMJ 2011; 342: d142.

20. Booth S, Silvester S, Todd C. Breathlessness in cancer and chronic obstructive 
pulmonary disease: using a qualitative approach to describe the experience of 
patients and carers. Palliat Support Care 2003; 1(4): 337–344.

21. Lovell N, Etkind SN, Bajwah S, et al. Control and context are central for people 
with advanced illness experiencing breathlessness: a systematic review and 
thematic synthesis. J Pain Symptom Manage 2019; 57(1): 140.e2–155.e2.

22. Hutchinson A, Barclay-Klingle N, Galvin K, Johnson MJ. Living with 
breathlessness: a systematic literature review and qualitative synthesis. Eur 
Respir J 2018; 51(2): 1701477.

23. Gysels M, Higginson IJ. Access to services for patients with chronic obstructive 
pulmonary disease: the invisibility of breathlessness. J Pain Symptom Manage 
2008; 36(5): 451–460.

24. Morrison D, Agur K, Mercer S, et al. Managing multimorbidity in primary care in 
patients with chronic respiratory conditions. NPJ Prim Care Respir Med 2016; 
26: 16043.

25. Gershon AS, Hwee J, Croxford R, et al. Patient and physician factors associated 
with pulmonary function testing for COPD: a population study. Chest 2014; 
145(2): 272–281.

26. Celli B, Blasi F, Gaga M, et al. Perception of symptoms and quality of life: 
comparison of patients’ and physicians’ views in the COPD MIRROR study. Int J 
Chron Obstruct Pulmon Dis 2017; 12: 2189–2196.

27. Lunn S, Dharmagunawardena R, Lander M, Sweeney J. It’s hard to talk about 
breathlessness: a unique insight from respiratory trainees. Clin Med 2019; 
19(4): 344–347.

28. O’Brien BC, Harris IB, Beckman TJ, et al. Standards for reporting qualitative 
research: a synthesis of recommendations. Acad Med 2014; 89(9): 1245–1251.

29. Doe G, Clanchy J, Wathall S, et al. Feasibility study of a multicentre cluster 
randomised control trial to investigate the clinical and cost-effectiveness of 
a structured diagnostic pathway in primary care for chronic breathlessness: 
protocol paper. BMJ Open 2021; 11(11): e057362.

30. National Institute for Health and Care Excellence. Clinical Knowledge Summary: 
Breathlessness. 2022. https://cks.nice.org.uk/breathlessness (accessed 3 Apr 
2023).

31. Doe G, Chantrell S, Williams M, et al. Breathless and awaiting diagnosis in UK 
lockdown for COVID-19 … We’re stuck. NPJ Prim Care Respir Med 2021; 31(1): 
21.

32. Fusch PI, Ness LR. Are we there yet? Data saturation in qualitative research. 
Qual Rep 2015; 20(9): 1408–1416.

33. Braun V, Clarke V. To saturate or not to saturate? Questioning data saturation 
as a useful concept for thematic analysis and sample-size rationales. Qual Res 
Sport Exerc Health 2021; 13(2): 201–216.

34. Braun V, Clarke V. One size fits all? What counts as quality practice in (reflexive) 
thematic analysis? Qual Res Psychol 2021; 18(3): 328–352.

35. Stuart B, Leydon G, Woods C, et al. The elicitation and management of multiple 
health concerns in GP consultations. Patient Educ Couns 2019; 102(4): 687–
693.

36. National Institute for Health and Care Excellence. Chronic heart failure in adults: 
diagnosis and management. NG106. 2018. https://www.nice.org.uk/guidance/
ng106 (accessed 3 Apr 2023).

37. National Institute for Health and Care Excellence. Chronic obstructive 
pulmonary disease in over 16s: diagnosis and management. NG115. 2018. 
https://www.nice.org.uk/guidance/ng115 (accessed 3 Apr 2023).

38. Moynihan R, Sanders S, Michaleff ZA, et al. Impact of COVID-19 pandemic on 
utilisation of healthcare services: a systematic review. BMJ Open 2021; 11(3): 
e045343.

39. Opdal PØ, Meland E, Hjörleifsson S. Dilemmas of medical overuse in general 
practice: a focus group study. Scand J Prim Health Care 2019; 37(1): 135–140.

40. Brownlee S, Chalkidou K, Doust J, et al. Evidence for overuse of medical 
services around the world. Lancet 2017; 390(10090): 156–168.

41. Law J, Martin E. Oxford Concise Medical Dictionary. 10th edn. Oxford: Oxford 
University Press, 2020. 

42. Keyworth C, Epton T, Goldthorpe J, et al. Delivering opportunistic behavior 
change interventions: a systematic review of systematic reviews. Prev Sci 2020; 
21(3): 319–331.

43. Spruit MA, Singh SJ, Garvey C, et al. An official American Thoracic Society/
European Respiratory Society statement: key concepts and advances in 
pulmonary rehabilitation. Am J Respir Crit Care Med 2013; 188(8): e13–e64.

44. Chaplin E, Ward S, Daynes E, et al. Integrating patients with chronic respiratory 
disease and heart failure into a combined breathlessness rehabilitation 
programme: a service redesign and pilot evaluation. BMJ Open Respir Res 
2021; 8(1): e000978.

45. Scholl I, Zill JM, Härter M, Dirmaier J. An integrative model of patient-
centeredness: a systematic review and concept analysis. PLoS One 2014; 9(9): 
e107828.

46. Singh Ospina N, Phillips KA, Rodriguez-Gutierrez R, et al. Eliciting the patient’s 
agenda: secondary analysis of recorded clinical encounters. J Gen Intern Med 
2019; 34(1): 36–40.

e476  British Journal of General Practice, June 2023



47. Frost H, Campbell P, Maxwell M, et al. Effectiveness of motivational interviewing 
on adult behaviour change in health and social care settings: a systematic 
review of reviews. PLoS One 2018; 13(10): e0204890.

48. National Institute for Health and Care Excellence. Making every contact count: 
how NICE resources can support local priorities. 2014. https://stpsupport.nice.
org.uk/mecc/index.html (accessed 3 Apr 2023).

49. Hutchinson A, Barclay N, Galvin K, Johnson M. Living well with breathlessness: 
how clinicians can help. Br J Gen Pract 2019; 69(678): 26–27.

50. National Institute for Health and Care Excellence. Chronic pain (primary and 
secondary) in over 16s: assessment of all chronic pain and management of 
chronic primary pain. NG193. 2021. https://www.nice.org.uk/guidance/ng193 
(accessed 3 Apr 2023). 

51. Laviolette L, Laveneziana P. Dyspnoea: a multidimensional and multidisciplinary 
approach. Eur Respir J 2014; 43(6): 1750–1762.

52. Ahmadi Z, Sandberg J, Shannon-Honson A, et al. Is chronic breathlessness less 
recognised and treated compared with chronic pain? A case-based randomised 
controlled trial. Eur Respir J 2018; 52(3): 1800887.

British Journal of General Practice, June 2023  e477


