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Abstract

Original Article

IntroductIon

Chronic breathlessness is defined as disabling breathlessness 
that persists despite the optimum treatment of the 
underlying condition.[1] It is prevalent in common chronic 
cardio-respiratory conditions, especially in advanced disease.[2] 
The severity of breathlessness is recognized as a predictor 
of prognosis, contributes to the staging of disease, and 
helps guide management in chronic obstructive pulmonary 
disease (COPD),[3] but is rarely considered in other conditions, 
other than signposting for diagnosis.[4]

Despite its association with the increased use of health 
services[5,6] and serious burden for patients and their 
families,[7] chronic breathlessness is not routinely addressed 
by physicians[4,8] and is often accepted as inevitable.[7] Patients 

may not be asked about their breathlessness nor volunteer 
information about it until in crisis, delaying medical help.[9,10] 
Patients commonly appear comfortable at rest, adding to the 
“invisibility” of breathlessness. When they do present, some 
receive help, but others are frustrated by disease-focused 
approaches that neglect symptom management.[7,9,10]

Objectives: Chronic breathlessness syndrome has been defined to help clinicians actively seek, and patients legitimately present with, persistent 
breathlessness, and to drive services and research. However, views from low- to middle-income countries were not included. We aimed to 
explore the views of hospital physicians regarding chronic breathlessness syndrome, its recognition and management. Methods: This was a 
secondary analysis of qualitative data collected during a service development project. Three focus groups of physicians caring for patients 
with chronic breathlessness in a single tertiary hospital in South India were conducted in English, audio-recorded, transcribed, and subjected 
to thematic analysis. Results: Fifteen physicians from oncology, palliative care, cardiology, and respiratory specialties participated. Three 
major themes (impact, invisibility, and purpose) were generated. Findings mirrored those in high-income countries. Chronic breathlessness, as 
defined, was seen as prevalent, with a major impact on patients, families, and physicians. Nonpalliative care physicians described therapeutic 
helplessness with poor awareness and/or ability to manage breathlessness accompanied by active avoidance. This helplessness, a perceived 
lack of assessment tools and lack of access to palliative care contributed to the “invisibility” of chronic breathlessness. Most participants agreed 
with the name of chronic breathlessness syndrome. All agreed that systematic identification would foster education regarding assessment and 
management and support service development and research. Conclusions: Chronic breathlessness syndrome is recognized in South India but, 
as in higher-income countries, risks being invisible due to the lack of awareness of therapeutic interventions. A named and defined syndrome 
was seen as a way to improve identification and management.
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There are evidence-based interventions to manage breathlessness, 
including pulmonary rehabilitation, breathlessness services, 
and self-management programs.[11,12] These complex 
approaches can be structured using the “breathing, thinking 
and functioning” model; sensory perception, affective domain, 
and the functional impact of breathlessness.[13] The clinician’s 
role appears crucial; those responding to the symptom in their 
disease management help to maximize the patient’s “Breathing 
Space” (living well with chronic breathlessness).[7] Despite this 
evidence base, many patients and physicians remain unaware 
of these options and services are patchy.

The aims of defining chronic breathlessness syndrome were 
to: (i) give physicians an entity to seek, (ii) give patients 
legitimacy in bringing their symptoms to clinical attention, 
and (iii) drive service development and research.[1] However, 
the consensus process – albeit international-included 
resource-rich nations only.[1] Chronic breathlessness is 
particularly pertinent to resource-poor countries where urban 
air pollution, high smoking rates, and practices such as 
open fire cooking[14] contribute to a high prevalence of lung 
disease.[15] Respiratory disease occurs in approximately 7% of 
India’s adult population,[14,16] and cardiovascular disease occurs 
in 54.5 million;[17] this translates into large absolute numbers 
given that 18% of the world’s population lives in India,[18] and 
breathlessness is, therefore, likely to be a serious concern. 
Many breathlessness interventions are inexpensive, such as 
the hand-held fan[16] or breathing techniques training,[19] and 
thus potentially widely available.[20]

Our aim was to explore the views of physicians caring for 
people with conditions causing chronic breathlessness in 
South India on chronic breathlessness syndrome as part of a 
service development project to improve the management of 
these patients.

Methods

This is a secondary analysis of anonymized focus group data 
collected as part of a service improvement project for which 
institutional approval was given at the hospital where the 
project was conducted. Participants gave written informed 
consent for audio-recording, anonymized transcription, use 
of quotes, and use of data in future research. Further approval 
was not required.

Participants were physicians (respiratory, cardiology, oncology, 
and palliative care) caring for people with conditions causing 
chronic breathlessness from a single tertiary care institution in 
South India. Although sampling was mainly by convenience, 
a range of clinical specialties was purposively sought. All the 
physicians working in the chosen specialty were approached 
in person by the researcher (SD), who is trained in qualitative 
methods, and were told about the purpose of the service 
development project, this was then followed up by E-mail 
communication about the time and date. Interested participants 
responded, and the groups were organized according to 
their availability. There were no drop-outs after the study 

commenced. A topic guide regarding recognition of chronic 
breathlessness as a clinical entity, its impact and possible 
management and views regarding the name and definition and 
its relevance to practice in their clinical setting was developed 
informed by published literature and in discussion with MJ.

Data collection
Three semi-structured focus groups of approximately 45 min 
were held at the institution for participants’ convenience. 
Groups were facilitated by SD using the topic guide. The 
groups were conducted in English, recorded, transcribed and 
each focus group had an independent observer taking field 
notes as necessary. Transcripts were checked for accuracy 
by SD Transcripts were not reviewed by participants, but the 
facilitator summarized the group discussion at the end of each 
for the purposes of the service development.

Methodological approach and data analysis
A mixed inductive-deductive approach from a pragmatic 
perspective was used given the project’s purpose in guiding 
service development and thus the need to be relevant to 
daily clinical practice.[21] Focus groups were used as a way 
to explore the degree of consensus.[22] Thematic analysis 
was chosen due to the focused nature of the enquiry. We 
used a combination of reflexive and code-book approach;[23]

(i) familiarization with the data by reading/re-reading the 
transcripts, (ii) MJ and MBH independently line-by-line coded 
the transcripts to agree a codebook, (iii) MBH then coded the 
whole dataset, (iv) MBH and MJ grouped codes into initial 
themes taking the whole dataset into account, and (v) MBH, 
MJ and SD agreed final major themes with specific names and 
definitions. As the data were originally collected as part of a 
service development project, no theoretical framework was 
used to inform the study design; however, the findings are 
discussed using the lenses of the “Breathing Space” concept[7] 
and theory of “diagnostic overshadowing.”[24] Similarly, in this 
secondary data analysis, the sample size was not informed by 
data saturation.

Research ethics approval
This is a secondary analysis of anonymized focus group data 
collected as part of a service improvement project for which 
institutional approval was given at the hospital where the 
project was conducted. Participants gave written informed 
consent for audio-recording, anonymized transcription, use 
of quotes, and use of data in future research. Further approval 
was not required.

results

Participants
Fifteen physicians participated (median age 42, range 
32–55 years; 4 women; median experience 12 years, range 
5–22 years) representing cardiology, respiratory medicine, 
general medicine, critical care, palliative medicine, and 
oncology (medical, clinical, and hemato-oncology) [Table 1]. 
As some specialties were represented by one clinician only, 
the further breakdown is not given to preserve anonymity.
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Findings
Three major themes and 12 subthemes were generated from 
the data [Table 2]. The major themes were: impact, invisibility, 
and purpose. These are reported below.

Theme 1: Impact
The impact and suffering caused by breathlessness came 
across strongly in all of the focus groups: the severity and 
widespread distress caused to patients, their families and to the 
physicians themselves. One poignant comment summarized 
the overall feeling, “everybody is in despair” (Physician 2; 
Group 2).

All physicians agreed that they often see patients suffering for 
many months to years with “permanent” (Physician 2 Group 1) 
chronic breathlessness caused by a range of medical problems.

“It involves sometimes some underlying pulmonary issues, 
maybe some upper respiratory infective symptoms, things like 
that, increased secretions and lower respiratory issues as well, 
just due to the mechanical difficulties of breathing with large 
tumors in your lungs” (Physician 1; Group 2).

They acknowledged that it affected physical, practical, and 
psychological domains of life:

“They can’t even go to the loo, that’s when is becomes a 
distress, because there’s the absolute basic need that you need 
to do and this is something that your patient is not able to 
do” (Physician 3; Group 1).

“There is a vicious cycle between breathlessness and 
anxiety” (Physician 5; Group 3).

Not only is it a debilitating symptom for patients, but it also 
affects family and friends.

“Its very difficult for the bystanders also who are along with 
them to cope with the stress” (Physician 4; Group 1).

Chronic breathlessness was challenging to physicians 
themselves. One clinician even described these patients 
suffering from chronic breathlessness as a “pain in our 
neck” (Doctor 3, Group 1). The impact of chronic breathlessness 
on patients and families led to difficult consultations aggravated 
by a disease-directed belief that there was nothing that could 
be done to help.

“Seeing the patients’ discomfort, it is difficult for us” (Physician 
1; Group 1).

“We often find it difficult to convince the patient and as well 
as convince the family that the symptoms are going to persist 
and we may have to live with that” (Physician 3; Group 2).

However, some physicians felt less pressure to “cure always” 
reporting that:

“Many patients do think that this illness is not going to be cured 
and they want, relief rather than cure” (Physician 2; Group 2).

Theme 2: Invisibility
Underestimation and therapeutic nihilism
Initially, the predominantly expressed view in the groups was 
that chronic breathlessness was an issue only at the end of life, 
seen only during the last days and weeks.

Table 1: Clinician characteristics

Number of physicians, n=15
Median clinician age (years), range 43 (32-55)
Number female, n 4
Specialty, n

Cardiology, pulmonology and 
critical care

4

Palliative medicine 2
Oncology 6
General medicine 3

Median years of experience (range) 12 (4-22)

Table 2: Major and sub‑themes with their definitions

Theme Sub‑theme Definition
Impact Impact on daily life Effect of breathlessness on the lives of patients’, their families and the physicians caring for them

Examples of effects on patients’ lives
Common Breathlessness is perceived as a common issue
Trajectory Progression of disease prognosis
Family Effects on family, carers and those close to patient
Physicians find it difficult Effect of patients with breathlessness on physicians personally

Invisibility Presentation The unseen suffering of those with breathlessness
Multifactorial causes and how patients present to healthcare

Assessment How breathlessness is identified, measured and assessed by physicians
Management Treatment for chronic breathlessness, covers advice given to patients and hopelessness/ “nothing can be 

done” attitude and barriers towards accessing palliative care
Difference in patient’s and 
physician’s wishes

Patients’ and physicians’ aims of care may differ

Purpose Definition If, why and how chronic breathlessness syndrome should be defined
Of chronic breathlessness; disabling breathlessness despite optimal treatment of underlying condition.

Consequences Includes prevention of chronic breathlessness, improving management, services and research purposes
Pain Comparison to chronic pain syndrome or pain as a symptom
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“If they’re feeling this breathlessness and it may be a sign 
of they’re going to die within weeks or something like 
that” (Physician 1; Group 1).

Although this view changed during discussion, it illustrated a 
pattern of under-recognition in daily practice that their patients 
are experiencing chronic breathlessness for many months or 
years.

“We all tend to underestimate the presence of breathlessness 
and the fact that breathlessness is a symptom, like pain, which 
is dependent on the individual” (Physician 2; Group 3).

This was felt to be partly due to the difficulties in measuring 
a subjective experience. They agreed that their assessment 
of breathlessness was inconsistent and inadequate and also 
understood that objective measures, such as blood oxygen 
saturation, were poor markers of an individual’s experience 
of breathlessness. There was the recognition that the wider 
impacts of breathlessness might be measured, such as with 
distress scales, and that a patient-centered, subjective approach 
was necessary.

However, some physicians recognized their own discomfort 
and lack of symptom-related focus, and felt this was made 
more difficult by the complex nature of the breathlessness:

“We don’t really focus on managing the symptoms, do 
we?” (Physician 2; Group 3).

“It is very difficult because it is really multifactorial” (Physician 
1; Group 2).

All groups agreed that patients rarely presented with 
breathlessness itself and were remarkably uncomplaining even 
if distress was visible. Difficulties were often managed by the 
patient by avoiding exertion:

“You can see the patient is in distress, but (patient will say …) 
I’m OK, so if you ask the patient (…what is the distress 
score, they say) fine because I am OK, I’m, I’m able to do my 
normal duty, normal work, and I’m not doing any exertional 
work” (Physician 6; Group 1).

If patients volunteered a symptom, it was usually pain 
and only mentioned breathlessness if it had become 
significantly more severe. This delay was compounded by 
physicians’ poor confidence in identifying and managing 
breathlessness.

“If they come and see you in the (outpatient department), if... 
they might not for, come up and say that it’s breathlessness, 
they may come and say they’re in pain” (Physician 2; Group 3).

“We are very sensitive to a person’s pain, but we don’t 
understand dyspnoea” (Physician 2; Group 3).

Many physicians felt that managing breathlessness itself was 
not their responsibility. The physicians’ role was to treat the 
disease only with the expectation that patients self-manage 
breathlessness as an inevitable feature of their disease and 
they (physicians) had no further responsibility.

“If they’re able to live with their disease that’s how 
people will live, and they’re adapted to it that’s perfectly 
sufficient” (Physician 3; Group 1).

However, others recognized that, “most patients will find it 
difficult to cope” (Physician 3; Group 2) and there may be 
different expectations between the physicians and the patients.

“For them (the patients) it is a major concern, and for them 
to come to the hospital more for breathlessness part than for 
the cancer part, but at the end of 5 years we tell them you’re 
cured, go away, don’t come back to us” (Physician 3; Group 1).

Even if they did want to help, and even if the patients did 
present with breathlessness, many physicians felt that there 
was nothing they could do.

“There are serious concerns about how we deal with patients 
with breathlessness, but it is not always related to something 
that is solvable” (Physician 3; Group 1).

This feeling of nihilism was further aggravated by a sense 
of guilt – particularly amongst the oncologists who saw 
breathlessness sometimes as a consequence of their cancer 
treatments.

“Where you’ve probably cured the patient of the breast cancer 
or of the lung cancer, but you’ve ended up having a problem 
like this (chronic breathlessness)” (Physician 3; Group 1).

Barriers to breathlessness management
Some participants were aware that a multidisciplinary holistic 
approach, including nonpharmacological methods, may be 
helpful. However, this was only mentioned by palliative 
physicians and one general physician, who also emphasized 
this, was best practice, though rarely accessed, and then only 
when other options had been exhausted.

“And where we don’t have too much of medicine, medical 
management … maybe by some kind of therapy and some 
kind of psycho, psychological assessment; and that actually 
can help to reduce the symptoms where we don’t have too 
much of options left” (Physician 6; Group 1).

Most had a poor understanding of breathlessness interventions, 
especially nonpharmacological approaches, other than 
noninvasive ventilation or surgery, although there were mixed 
views on morphine as having a benefit for breathlessness as 
well as pain.

“We feel that these patients will definitely improve with 
morphine, and I have a list of patients whom actually morphine 
was better” (Physician 6; Group 3).

Palliative care was viewed as a way to help, but there were 
barriers to timely access. Consistent with the initial response 
that chronic breathlessness was only a feature of very end-stage 
disease, referral to palliative care services was late in the 
disease trajectory. Poor integration between palliative care and 
other specialties – particularly noncancer - was seen to restrict 
earlier access to breathlessness management.
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“A harmonious interaction between the palliative group 
and (other medical specialties)… it doesn’t happen” (Physician 
1; Group 3).

One clinician mentioned “keep the palliative patient 
comfortable” is often forgotten and should be remembered 
as part of the management plan for chronic breathlessness.

“There should be an integrated approach to management of 
dyspnoea, like I’m not just saying palliative care but there 
should be an integrated approach, like just not seeing that as 
just a physical symptom and giving medication”(Physician 
5; Group 3).

The net result of physicians’ helplessness in the face of such a 
symptom, in combination with not “seeing it,” or at least not 
seeing it as their responsibility, appeared to be an attempt to 
protect themselves against their patients’ distress, albeit only 
partially successfully.

“These patients are already breathless patients, so we actually 
we will try to ignore them whether the breathlessness is 
increasing or decreasing” (Physician 2; Group 1).

“They’re going to die in say 6 weeks I’m probably not 
concerned because if I am able to give them some TLC (‘tender 
loving care’) else then probably we are able to keep them quiet 
and calm or probably sedated, or give some terminal treatment 
so that he passes off” (Physician 3; Group 1).

Theme 3: Purpose of the syndrome
Definition and name
The definition of chronic breathlessness was immediately 
recognized by the participants, agreeing that “this is a very 
common problem” and “it’s something we deal with quite 
often” (Physician 1; Group 2).

“Many of them (patients) tell you that they are still breathless 
in spite of your medications, in spite of your measures, they 
are still breathless” (Doctor 3; Group 3).

“This is a very common problem we see in end of life 
care patients specifically. And despite oftentimes maximal 
pharmacologic therapy and trying to, trying to adjust any other 
underlying causes of breathlessness, we see a lot of air hunger 
in our patients” (Physician 1; Group 2).

As mentioned above, during the course of the discussion, the 
initial feeling that chronic breathlessness only occurred in the 
last stages of life modified to a recognition that patients could 
suffer for many months to years with “permanent” chronic 
breathlessness, worsening over time with accumulated insults.

“This (chronic breathlessness) is a very common problem we 
see in the end of care patients specifically, but you do see it in 
other patients as well” (Physician 1; Group 2).

Most participants agreed with the name “chronic breathlessness 
syndrome,” although some suggested “distressing 
breathlessness syndrome.” All groups agreed that the length 
of time suffering from symptoms did not require defining. 

They felt it was more important to identify the presence of 
breathlessness, thereby increasing patient and family access 
to breathlessness management interventions systematically.

Consequences
All agreed that delineating chronic breathlessness as a distinct 
syndrome would encourage physicians to learn skills in 
breathlessness management so they could offer support both 
earlier in advanced disease and as part of the end of life care. 
Most physicians, apart from the palliative care physicians and 
an oncologist, while they all described dealing with patients 
with chronic breathlessness, recognized that they did not know 
how to manage such patients:

“… we will find it difficult to treat with any particular drug 
alone, at that point of time, I think we are to go with more of 
a palliative” (Physician 5; Group 1).

“ A m u l t i - f a c t o r i a l ,  m u l t i - s y s t e m  a p p r o a c h  i s 
required” (Physician 2; Group 2).

An additional benefit of naming and defining chronic 
breathlessness syndrome to those published previously was the 
idea that if chronic breathlessness was clearly recognized, then 
more effort would be taken to prevent it, particularly during 
cancer treatment. It would also stimulate more research into 
the causes and management:

“Why not try to do something like that; categorize the group, 
find out those people who are expected to have a higher chance 
of having this kind of symptom and upfront treat them properly, 
up, upfront plan them properly, explain them that this is going 
to happen and mentally also and medically also, prepare them 
so that they don’t end up in this kind of situation. That will be 
the ideal thing” (Physician 6; Group 1).

“We are talking about that group of patients where we cannot 
do anything more, so that [defining the group] will open up 
future research” (Physician 2; Group 1).

Comparison with pain
All three groups related the discussion to chronic pain 
syndrome and felt this was an illustration of what could 
happen if chronic breathlessness syndrome was recognized 
with respect to increasing physicians’ symptom management 
skills, service development, and further research.

dIscussIon

The widespread impact of chronic breathlessness on patients and 
their families, consistent with other research,[7] was described by 
physicians but accepted as part of the disease process. There was 
a pervading feeling of helplessness, aggravated by a perceived 
lack of assessment tools and poor awareness of therapeutic 
interventions. The combination of therapeutic nihilism and 
clinician distress at witnessing suffering led to active avoidance 
of the symptom contributing to its “invisibility,” focussing on 
the underlying disease only. However, a multidisciplinary, 
holistic approach was recognized by some as best practice and 
the use of morphine was advocated.
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The definition and syndromic nature of breathlessness under 
these circumstances were unanimously agreed. Most were 
happy with the name of chronic breathlessness syndrome. 
All agreed that the definition of this group of patients would 
help identification, improve education, focus monitoring, and 
drive services and research in line with the aims of the original 
consensus paper.[1] Breathing signals life; our first and last 
breaths the world over. Therefore, unsurprisingly, our findings 
largely mirrored those from high-income countries.

Consistent with the concept of breathing space,[7] physicians 
in this study described adaptation by some patients. However, 
most physicians could not see their role in helping patients 
gain maximum breathing space; instead tending to use 
disease-directed treatment and viewing breathlessness 
as inevitable. Thus, the underlying diagnosis appears to 
“over-shadow” the symptom of breathlessness. Disregarding 
a symptom by assuming it can be explained by a previously 
diagnosed condition has been described in the field of mental 
health: “diagnostic overshadowing.”[24] This “ignoring” 
of chronic breathlessness is also seen in high-income 
countries.[8,4]

The evidence-base behind non-pharmacological and 
pharmacological interventions for breathlessness itself-many of 
which are possible in low or middle-income countries[16,19] - is 
still not well-known in clinical practice. This, coupled with poor 
access to services that could help provide such interventions, 
understandably pulls the physicians to the disease rather than 
the symptom. A novel finding from this dataset is the explicit 
expression that physicians find it personally distressing to 
the extent that some actively avoid, ignore or even resent the 
patient’s symptom. In our study, holistic and multidisciplinary 
approaches were mentioned as breathlessness interventions by 
only one nonpalliative care clinician.

Breathlessness may also be “invisible” due to the insidious 
onset and stigma of smoking-related diseases.[25] The impact of 
breathlessness on one’s mobility and ability to socialize often 
“hides” patients from view. Embarrassment has been reported 
in many suffering with breathlessness, leading to a cycle of 
avoiding social situations further decreasing mobility and 
function.[25] Cultural variations about symptom presentation 
have also been described for pain management in advanced 
disease,[26] although inter-individual differences still result in 
different distresses in advanced disease.[27] The health-care 
system in India may also impact on the acceptability of 
breathlessness treatments; palliative care is free but is 
still only systematically available (as judged by numbers 
of physicians qualified to prescribe morphine completing 
the basic palliative care course required) to approximately 
1%–2% of the population.[28] There may be a poor uptake to 
nonpharmacological management as the costs of breathlessness 
management and other rehabilitative services will be 
expensive with regard to staff time. In addition, there may be 
a perception that nondrug measures are less effective, as seen 
in higher-income countries.[29] Finally, a fatalistic attitude to 

disease, as seen in South Asians with diabetes, may prevent 
engagement with self-management.[30]

Our participants felt that pain was seen by patients as a more 
legitimate symptom to present with than breathlessness,-an 
example of testimonial injustice,[7,31] as physicians often 
do not recognize chronic breathlessness as a trigger for 
additional management.[4] A further novel finding in our study 
was the guilt experienced by some oncologists who saw the 
patient’s chronic breathlessness as a potentially avoidable 
consequence of cancer treatment. This added to the previously 
expressed purposes of defining a chronic breathlessness 
syndrome[1] – that it could stimulate research into prevention 
as well as management.

Inconsistent and inadequate assessment of chronic 
breathlessness[32] was reported by this group of physicians, 
along with a perception that there were few useful 
clinical measures of breathlessness despite a plethora 
of breathlessness measurement tools with some usable 
in clinical practice even in advanced disease.[33] This is 
consistent with a recent systematic review exploring clinical 
use of breathlessness measures.[34] Included papers were 
those showing clinical use of measures to identify and assess 
breathlessness in primary care, secondary care and palliative 
care settings from around the world, including nine studies 
from Asia. Few studies were from primary care, and in the 
secondary care setting, most studies came from respiratory, 
for example, pulmonary rehabilitation services, with very 
few from oncology.

Chronic pain syndrome[35] is an example of how defining 
a syndrome can lead to better recognition, services, and 
research. A randomized trial of a clinical scenario of an 
optimally managed patient with COPD with either severe 
pain or severe chronic breathlessness showed that pain 
was more likely to be recognized and managed than 
breathlessness.[4] Since the definition of chronic breathlessness 
syndrome was published, Carette et al. published the findings 
of their COPD cohort study showing a chronic breathlessness 
syndrome (disabling [modified Medical Research Council 
scale 3 or 4 breathlessness] on optimal inhaled therapy) 
prevalence of 50%.[36] Few of these patients had evidence that 
their chronic breathlessness was being managed, consistent 
with our findings. The impact of changed clinical attitudes 
when a syndrome gains an evidenced-based standard of care, 
along with sufficient resources, can be seen from the field of 
stroke medicine. For example, strokes used to be regarded 
with, not only nihilism in terms of what could be done, but 
also nihilism in terms of what should be done (“a stroke of 
God’s hands”).[37,38]

Strengths and limitations
This focus group provided a dynamic interaction and 
allowed individuals’ views to modify and consensus to 
emerge in each group. The semi-structured guide allowed 
discussion of all topics by all groups and also allowed 
flexibility. Despite all participants being physicians (and 
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therefore on a similar “hierarchical rung,” there is still 
a risk that focus groups can be dominated by particular 
voices. However, our data showed contributions from all 
participants, with varied views, and evidence that members 
were able to successfully challenge others within the group. 
MJ’s involvement with defining chronic breathlessness 
syndrome is recognized as a bias; however, the study was 
conceived by SD and CV (independent from the original 
definition process), and data collection was facilitated by SD 
only. We also recognize that patients and their families were 
not included in this study, and it is important that the views 
of those with personal experience of chronic breathlessness 
are sought worldwide.

This study represents a small sample of physicians from one 
hospital in one state, in one resource-poor country; therefore, 
it cannot be representative of all resource-poor countries. 
However, the similarities with previous work in a range of 
countries are striking.

Implications for clinical practice and research
Physicians need to be educated and skilled in the management 
of chronic breathlessness to facilitate identification in routine 
practice. Simple clinical measurement tools may help, but the 
knowledge and provision of breathlessness services would help 
reverse the vicious cycle of therapeutic nihilism in feeding 
the invisibility of chronic breathlessness and diagnostic 
overshadowing by the underlying disease.

Systematic enquiry by physicians may also encourage patients 
to volunteer this legitimate symptom at the clinic; a key 
component of the “Breathing Space” concept. Emergency 
presentation for breathlessness should not only result in 
the management of the acute presentation but also result in 
the identification of acute-on-chronic breathlessness and 
therefore trigger a review of the management of chronic 
breathlessness.[39] Future work must seek views in other 
resource-poor countries and the opinion of those with personal 
experience; patients and their families.

conclusIons

Chronic breathlessness syndrome is recognized as a significant 
issue in clinical practice in South India with widespread effects 
for patients, families, and their physicians. Helplessness and 
therapeutic nihilism contribute to diagnostic overshadowing 
by the underlying disease, with few physicians recognizing 
their role in helping patients manage this disabling symptom. 
Defining chronic breathlessness syndrome was seen as a 
good way to stimulate education, training, and research 
in breathlessness management and better integration with 
palliative care services, thereby leading to systematic 
identification and improved care for patients. This is likely 
to improve patient’s “Breathing Space” through clinician 
acknowledgment of chronic breathlessness and increased 
understanding of its management, encouraging patients 
to present the debilitating symptom for assessment and 
appropriate management.
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