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ABSTRACT

Background: People with severe asthma experience frequent life-threatening acute asthma
events. A Lancet commission recently highlighted that terms “exacerbations” and “flare-ups”
are seen to trivialize these episodes and recommended use of the term “attacks.” Clinicians
however, preferentially use the term “exacerbation” and some guidelines recommend the
use of “exacerbation” with patients.

Objective: This descriptive qualitative study aimed to understand the patient’s experience
and perspectives of these events and language used to describe them.

Methods: Semi-structured one-on-one interviews were conducted in Australia and the UK in
18 people with severe asthma and 10 with mild-moderate asthma regarding their usage
and preferences for such terminologies. Additionally, nine people with severe asthma par-
ticipated in two focus groups in which use of preferred terminology was explored.

Results: Mean age of participants was 57 + 14.03 yr and 65% were female. A total 67 quotes
were recorded in which 16 participants with severe asthma spontaneously used either the
term “attack,” “flare-up” and/or “exacerbation.” Of these quotes, all 16 participants used
“attack,” one used all three terms and two used both “exacerbation” and “attack.” The term
“attack” was used to describe frightening events having major impacts on participant’s lives,
whereas “exacerbation” and “flare-up” were used to refer to both severe and mild, transient
asthma-related events.

Conclusion: Usage of the term “attack” was preferred by patients with severe asthma.
Adoption of this language may assist in patient-clinician communication and disease manage-
ment and outcomes. Wider stakeholder engagement is needed to confirm this suggestion.
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Asthma “attacks” claim the lives of over 380,000
people worldwide each year (2) and are associated
with excessive decline in lung function (3). Patients
with frequent “exacerbations” experience accelerated
airway remodeling, with more than double the decline
in forced expiratory volume in 1s (FEV,) than those

Introduction

Acute events in the form of increased symptoms, loss
of control and lung function decline in severe asthma
are common and have major impacts on patient out-
comes (1). The 2017 Lancet Commission (2) on asthma

called for zero-tolerance for attacks; the commissioners
suggest that the terms “exacerbation” or “flare-up”
trivialize and confuse loss of symptom control, and rec-
ommend replacing these terms with “attack”(2).

with infrequent exacerbation (3,4), and are at a
heightened risk for future events (5-8). In light of the
consequence of these events, use of terminology that

downplays their seriousness, or creates
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misunderstanding between patients and clinicians,
could act as a significant barrier to optimal patient
outcomes, and may indeed contribute to
adverse outcomes.

Results of a large survey of people with asthma and
asthma healthcare providers in the United States indi-
cated that the majority of patients were familiar with
the terms “attack” (97%) and “flare-up” (71%) but few
were familiar with “exacerbation” (24%). In contrast,
physicians used “attack” less than “flare-up” or
during patient consultation (9).
Furthermore, this study highlighted confusion about
the meaning of these terms. These results were mir-
rored in an Australian sample of people with asthma,
where “attack” was the only word volunteered by par-
ticipants to describe worsening asthma and only 12%
reported they would use the word “exacerbation.”
Almost half (48%) of participants were not familiar
with the term “exacerbation” (10). Despite these stud-
ies being published in the years 2012 and 2006
respectively, clinicians continue to use the terms
“exacerbation” and “flare up” when communicating
with patients.

These previous studies provide insight into the per-

“exacerbation”

spectives of people with asthma when referring to
acute events (9,10). However, both studies sampled
heterogeneous asthma populations and did not stratify
by asthma severity. While all people with asthma can
be burdened by increased symptoms and lung func-
tion variability at times, it is the severe asthma popu-
lation the carries the heaviest burden from periods of
asthma deterioration.

Severe asthma is a distinct disease with a unique
pathogenesis. People with severe disease experience
more frequent and more severe events and higher
mortality due to these events (11,12). This popula-
tion can present to the emergency department with
acute asthma more than six times each year (13). It
follows then, that the severe asthma population will
have a unique experience of asthma worsening and a
unique perspective on the terminology used.

The aim of this study was to explore perspectives
of people with severe asthma regarding acute asthma
events, to describe the terminology used by patients
when referring to acute episodes, and to compare the
severe asthma participants’ perspectives with those of
people with mild to moderate asthma. In improving
our understanding of the patients’ perspective we
hope to inform clinician-patient communication
regarding the importance of and response to these
clinically important events.

Methods
Study design

A descriptive qualitative study was performed as a
sub study of larger study in which the aim was to
develop a patient reported outcome measure for
severe asthma.

Recruitment and selection

Participants with severe asthma who were under the
care of a respiratory physician were recruited by the
clinicians involved in their care. Severe asthma diag-
nosis was defined according to the criteria of the
American  Thoracic  Society ~ (ATS)/European
Respiratory Society (ERS) Taskforce (15). That is, peo-
ple with asthma requiring high-dose inhaled cortico-
steroids and long-acting f,-agonists or frequent
systemic corticosteroids to prevent “uncontrolled” dis-
ease or disease that remains “uncontrolled” despite
therapy. In addition to the medication requirements
we used the following criteria to determine severe
asthma: the presence of a post beta,-agonist FEV,; of
<80% or FEV,/FVC < 70%; or an Asthma Control
Questionnaire (ACQ) score >1.5; or a severe exacer-
bation within the previous 12 months requiring treat-
ment with oral corticosteroids. Past evidence of
confirmed asthma was also required, that is an FEV,
or FVC post bronchodilator response of >12% and
200 ml, or evidence of airway hyperresponsive or diur-
nal variation in peak flow of >15% or >50 ml.

A group of people with mild-moderate asthma
were recruited as a comparator group. This popula-
tion had a confirmed diagnosis of asthma, with past
evidence of a FEV; or FVC post bronchodilator
response of >12% and 200 ml, or past evidence of air-
way hyperresponsive, or diurnal variation in peak flow
of >15% or >50ml, but did not meet the criteria for
severe asthma.

Participants were recruited through the research
database and clinics of the Department of Respiratory
and Sleep Medicine at John Hunter Hospital, NSW
Australia and the Severe Asthma Clinic of The
University Hospital of South Manchester, United
Kingdom. Proficiency in English language deemed by
investigators to be sufficient to understand study
requirements and age 18yr or older were additional
inclusion criteria.

Ethics approval was received from the Hunter
New England Research and Ethics Committee (ref.
no. 16/05/8/5.02) and the University of Newcastle
(H-2016-0197), as well as the University of Manchester



Table 1. Questions participants were asked in one-on-one
interviews to initiate discussion relating to exacerbations.

Questions

What does the term exacerbation or flare up of asthma mean to you?

Have you had an exacerbation or flare up of your asthma?

How did it make you feel?

Can you tell when your asthma is getting worse?

What are the signs?

What do you do when this happens?

What impacts do exacerbations/flare ups have on your life during
and after?

Tell me about your health care experience during times of flare up?

What about in general?

What terms would you use to best describe your asthma
exacerbations/flare up?

(ref. no. 16/SC/0230). The study was conducted in
accordance with the International Conference on
Harmonization Good Clinical Practice guidelines and
all participants provided informed signed consent.
Pseudonyms have been used to protect participant
confidentiality.

Data generation

Baseline demographic data were collected prior to the
interview by the research officer or investigator and
included their ethnicity, current living arrangements,
medical history including a review of comorbidities,
and assessment of current respiratory and non-
respiratory medications. Spirometry was captured
from the source file and FEV % predicted is reported.

Interviews and focus groups were conducted by
experienced qualitative researchers including three
coauthors (VMcD, AS and JY). These investigators
were not involved in the clinical care of the recruited
participants. Participants were assured of confidential-
ity and that they could stop or pause the interview at
any time. Semi-structured questions guided the inter-
view. Field notes were recorded by the interviewer.

A semi structure interview guide (Table 1) was
developed by the research team with a particular focus
on the establishment of participant’s perspectives of
acute events. Interviews were structured to begin with
broad questions that moved on to questions regarding
more specific issues. Free speaking was facilitated by
open-ended questioning. All interviews took place in a
private office and the mean+SD duration was
60 + 34.3 min, range = 27-205 min.

Semi-structured qualitative interviews (n=18) and
two focus groups (n=4 and n=5) were conducted
with 27 adults (14 in Australia, 13 in UK) with severe
asthma. Another group of 10 participants with mild-
moderate asthma participated in a qualitative inter-
view (Australia only) to provide a comparison.
Interviews explored individuals’ experiences with acute
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asthma episodes and their perspective on asthma-
related language. A subgroup of participants, those
being the four that participated in the Newcastle focus
group, were also asked to map their “individual expe-
rience” of acute events in relation to their daily life
using a pictorial representation on an X,Y axis chart.
They were asked to label events with words of their
choice. All interviews were recorded using a voice
recorder, which encrypts files in real time.

Analysis

Qualitative analysis

Sampling was purposive, and interviews were contin-
ued until no new themes emerged. Interviews were
audio-recorded and written notes documented by the
interviewer. Recordings of interviews were transcribed
verbatim and transcripts anonymized. Transcription
was performed by professional transcription services
in Australia and UK and verified against the sound
file by the interviewers. Data were analyzed using
line-by-line  analysis. Participants quotes were
extracted and categorized into themes and subthemes
of similar items. A summative content and frequency
analysis was also used to determine the usage of terms
that describe exacerbations, these were recorded as
those being used spontaneously during the interview
or in response to a question specifically addressing
use and preferences for terminology.

Quantitative analysis

Descriptive statistics are presented as mean+SD if
normally distributed and non-parametric data are pre-
sented as a median with interquartile range (ql,q3).
Quotes within themes and number of participants are
reported as total numbers and percentage of total
number of participants.

Results

The mean age of participants was 57 years, in both the
severe asthma and mild/moderate asthma group. In
the severe asthma and mild/moderate groups 70% and
40% respectively were female. The mean+SD FEV1%
predicted was 63.15+£21.21% in the severe asthma
group and 82.89+15.54 in the mild/moderate group.
Most participants, 82% in the severe asthma and
90% of the mild/moderate group, lived with a
family/support. Daily inhaled corticosteroids (ICS) use
was as expected by definition higher in the severe
asthma group (1193.18 + 689.90 mcg/day) compared
to the mild/moderate group (260 + 192.64 mcg/day)
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beclomethasone equivalent. No participants in the
mild/moderate group took oral corticosteroids (OCS)
compared to a mean daily dose of 10.29 + 14.94 mg in
the severe asthma group (Table 2).

Frequency of spontaneous term use by
participants to describe acute asthma events

During the severe asthma interviews a total of 67 quotes
were recorded in which participants spontaneously used
the term “attack,” “flare-up” and/or “exacerbation” to
describe an acute episode of asthma. These quotes were
recorded from 16 of the total 18 interview participants.

Table 2. Demographic data for severe asthma and mild-mod-
erate asthma groups.

Severe asthma Mild to moderate

Characteristic N=27 N=10

Age in years (mean + SD) 57.22 (12.08) 56.63 (19.13)

Female n (%) 19 (70) 4 (40)

FEV1% predicted (mean + SD) 63.15 (21.21) 82.89 (15.54)

Living with family/support n (%) 21 (78) 9 (90)

ICS (mcg/d fluticasone equivalent)  1193.18 (689.90) 260 (192.64)
(mean +SD)

OCS daily dose (mg) (mean +SD) 10.29 (14.94) 0

FEV1 = forced expiratory volume in 1s, ICS=inhaled corticosteroids,
OCS = oral corticosteroids.

Of these, all 16 (100%) participants used “attack,” 1
(6%) used all 3 terms and 2 (12.5%) used both
“exacerbation” and “attack” (Figure 1). One participant
simply referred to an acute episode as “bad.”

Only three participants (30%) from the mild-mod-
erate group spontaneously mentioned acute events
without being specifically asked. In all seven quotes by
these three participants only the term “attack” was
used (Table 3).

Spontaneous use of terminology in participants
with severe asthma

The words “attack” and “exacerbation” were variably
used to describe frightening events that had major
impacts on participant’s lives. The term “flare-up” was
used infrequently and largely then to refer to both
severe and mild asthma-related events. Table 4
presents exemplars offered by participants with severe
asthma during the interviews and focus groups.

Participant’s perception of terminology

When questioned on the meaning of different terms
that are used to refer to acute asthma episodes,

NO. OF PARTICIPANTS WITH SEVERE ASTHMA
SPONTANEOQOUSLY USING TERMS
0
=
. —
ATTACK EXACERBATION FLARE-UP

Figure 1. Spontaneous use of terms by participants.

Table 3. Spontaneous use of terminology to describe acute events by mild/moderate participants.

Quote

Participant

It's been a long time since I've had an actual full-blown asthma attack

A full-blown asthma attack, it was wheezing and just finding it so hard to breathe that it's scary.
| can remember having attacks as a small child and it was just - it’s just scary. Not being able to breathe is terrifying.
What | really worry about is something triggering an actual attack, I'm so not prepared for it. | don’t even know how

| would deal with it as an adult,

I'm not concerned at all when | have little bouts, that doesn’t worry me at all. But the idea of having an actual full-on

asthma attack, that's a worry.

If you get an asthma attack type thing, well, you just treat it accordingly; go to hospital or a couple of more puffs of

preventatives and stuff like that. Hopefully, it fixes it.

| haven't experienced an asthma attack, so | can't really be too scared about it or worried about it I've no idea

what it would entail

Stephanie, 33 yr old female
Stephanie, 33 yr old female
Stephanie, 33 yr old female
Stephanie, 33 yr old female
Stephanie, 33 yr old female
Michael, 70yr old male

Luke, 24 yr old male
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Table 4. Spontaneous quotes using terminology for acute events by participants with severe asthma.

Term Quote

Participant

Attack

whether you're going to recover from it

The attack was so bad | didn’t think | was going to survive it. | just could not get my breath, no matter how

much | used the puffers.
I had an asthma attack and | thought | was going to die.

Exacerbation

The first time that my husband had actually witnessed an asthma attack. He thought | was going to die
Relating to the biggest concern about her asthma: the fear of having an attack, you know, and you wonder

| had a really bad exacerbation and the doctor at home, at the time, said you need the time off.
I'll probably have two, maybe three, exacerbations over the period of Christmas, that's become de rigeur.
It's life threatening, my exacerbations. They um, they creep up. | could do a walk around the lake, | feel great,

Kirsty, 47, female
Judy, 68yr old female

Bob, 71yr old male

Penny, 60yr old female

Elisa, 56 yr old female
lan, 40yr old male
Tina, 33yr old female

tired a little bit, but determined to get around that lake, but that night | would be wheezing and then I'd be

progressively just get worse.

Flare-up
When | get the flare ups, | get annoyed with myself.

| knew | needed more assistance when it came to my flare-ups. A flare up to me is bad.

If it's a flare-up, it will just be caused by pollen, so again it might settle down.

Elisa, 56 yr old female
Tracey, 48yr old female
Tina, 33yr old female

Table 5. Exemplars of participant quotes when asked about different terminologies to describe acute asthma events.

Exemplar # Quote Participant

1 ... an attack is when it's completely beyond your control. Kirsty, 47 yr old female

2 | class an attack the worst. That's it. Paul, 44 yr old male

4 ... an attack, well | mean it's very frightening. So how do | feel? Obviously, it upsets me and scares me Tracey, 48yr old female
when it happens. It probably reinforces how - that it is life threatening.

5 ... an exacerbation implies to me that the condition is being controlled and what is happening is above Thomas, 62 yr old male
and beyond, you know, your normal functioning. Whereas an attack seems to imply that there’s no
control of your asthma or you don‘t normally have asthma.

6 | suffer from exacerbation quite often, see, so an attack is worse for me. You know what | mean? Paul, 44 yr old male
Exacerbation is a normal thing for me.

7 An exacerbation to me means just an increase in, a worsening of the symptoms. Bob, 71yr old male

8 Maybe you're coughing and puffing a bit more than usual. | think that's about what | think it Jackie, 58yr. old female
(exacerbation) means.

9 Exacerbation is when your asthma is particularly worse but it's not hospital. Kirsty, 47 yr old female

10 If there's a severe exacerbation, walking up the stairs becomes difficult, | just take it slow. lan, 40yr old male

1 An asthma attack is a lot - to me it sounds so much more serious than an asthma flare-up. A flare-up to Stephanie, 33yr old female
me sounds like it's a more mild, controllable version of an attack.

12 ...you have a flare up, you go to the action plan and feed off that. That seems to settle Tim, 62 yr old male
everything down.

13 Well any of the precursors or whatever you want to call them - you know, the dust, the smoke ... all that Peter, 71yr old male
- that is what exacerbates me. So it's as simple as that.

14 | think an exacerbation actually just means anything that changes it or chest infection Penny, 60yr old female

15 What does the word exacerbation mean to you? Frustration, um shortness of my temper Joe, 73 yr old male

16 | actually took offence to it (the term exacerbation) to start with, because | thought, for me to get into Kirsty, 47 yr old female
hospital, I'm having an attack. I'm in hospital - I'm having an attack. They would write it down as an
exacerbation of your asthma, and I'm thinking, it's not a fricking exacerbation.

17 | don't use exacerbation to anyone else. Usually the only reason you'd use exacerbation is because well Bob, 71yr old male
that's what most medical practitioners use.

18 | only use ‘asthma attack’ when ... | was admitted to hospital ... | would call those asthma attacks Judy, 68yr old female
because | really felt ... like | was gasping all the time for breath and no matter what | did | was ... |

just could not breathe. So, that to me is an asthma attack.

participants reported that they understood the term
“attack” to refer to serious, life-threatening events.
Exemplars offered by participants with severe asthma
during the interviews and focus groups are presented
in Table 5.

Conversely, participants with severe asthma tended
to consider the terms “exacerbations” and “flare-ups”
to reflect less severe events. They described the events
as being more transient, common increases in their
symptoms that might last hours or days but generally
led to a return to baseline (exemplars 5-11, Table 5).

The use of the term “exacerbation” was also per-
ceived as being used by health professionals to
“medicalise” participants’ asthma.

A focus group participant described this by saying
“I would say perhaps an exacerbation is a more med-
ical term and the medical model [sic]. An attack is
more a layman’s term and has more significance.”
Monica, 57 yr old, female.

The focus group participant commented “I find
exacerbation puts up that barrier that they’re the pro-
fessional and you’re just the person with it.” Monica,
57 yr old, female.

Whereas Bob described how he changes the lan-
guage he uses when he speaks with his doctors. “To
doctors I do (use the word exacerbation) but to my
friends I just say ‘asthma’s flared up’... asthma attack
is the word is probably what I would be saying to
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Figure 2. Four individual participant pictorial representations of their experience of exacerbations in relation to their daily life.
Labels are participants own choice of words. Drawings have been graphically recreated.

most of my friends ... Usually the only reason you’d
use exacerbation is because well that’s what most
medical practitioners use.” Bob, 71 yr old male.

Similarly, Monica, 57 yr, female stated “I would be
more comfortable — familiar with the term attack -
amongst my peers, my family...”

In some cases, the term “exacerbation” was associ-
ated with negative connotation or could lead to
adverse events from the patients’ perspective. The use
of the term “exacerbation” by health professionals was
described as “insulting” as it trivialized their experi-
ence, this is exemplified in the following two com-

ments from focus group participants:

“I actually took offense to it (the term exacerba-
tion) to start with, because I thought, for me to get
into hospital, I'm having an attack. I'm in hospital -
I'm having an attack. They would write it down as an
exacerbation of your asthma, and I'm thinking, it’s
not a fricking exacerbation.” Kirsty, 47 yr old female

“I feel that an exacerbation is dulling it down a bit.
I’s making it seem not as bad. To me it’s like, oh
yeah, you’re an asthmatic and it’s just a little bit
worse. That’s what it feels like.” Paul, 44 yr old male

One  participant  described how use of

“exacerbation” by clinicians could lead to failure to

report important acute events;

“(Exacerbation) it’s a longer word and it sounds
confronting. If you’re not entirely sure of the meaning
it might worry you and then you might not even
want to say it. You might say, oh I have no problems.
Nothing’s gone wrong, I don’t want to talk about it.”

Stephanie, 33 yr old female.

Pictorial representations of acute asthma events
for severe asthma participants

Participants’ pictorial representations of their day-to-
day experiences are shown in Figure 2. Participants
could represent their baseline at any point along
either the X or the Y axis. All chose to represent this
on the Y axis. Of the four participants, three chose to
represent the baseline level of asthma above “zero” on
the Y axis indicating that their perception of their
asthma was that it was never at a zero starting point.
Peaks in asthma severity were labeled by participants
as “attack,” “bad” and “hospital.” The term
“exacerbation” was used by three participants to refer
to the lead up period before an attack and three par-
ticipants used “flare-up” to refer to milder worsening
of symptoms either just prior or subsequent to the
“attack.” Following an acute event three participants
tended to return to their own baseline, while one



indicated that their lung health is permanently
impaired by each event.

Discussion

This qualitative study provides insights into the per-
spectives of patients with asthma in regard to their
acute events. It highlights the language used by
patients when referring to these acute events. Most
participants with severe asthma preferred the term
“attack” to describe episodes of acute asthma. In peo-
ple with severe asthma “flare-up” and “exacerbation”
were perceived as terms for less severe episodes or
used by healthcare providers to medicalise the experi-
ence of an acute asthma episode.

Internationally, there is a lack of consensus over
the most appropriate usage of exacerbation terminolo-
gies. The Global Strategy for Asthma Management
and Prevention (16) acknowledges “exacerbation” as a
useful term for scientific and clinical literature, how-
ever, it recommends “flare-up” for use with patients.
“Attack” is not recommended due to the perception
that it may not be understood to include gradual wor-
sening. Participants quotes in the current study indi-
cate that patients do however include gradual
worsening when they describe an “attack”; “An attack,
it creeps up to the point where you can’t, you can’t
deal with it yourself.” These data also highlight the
importance of patients and clinicians using consistent
language that is accepted and understood by patients.
This is supported by the results from a study by Blaiss
et al. (9) who also highlighted that confusion about
the meaning of terminologies is common. While 65%
of physicians thought that the terms “attack,” “flare-
up” and “exacerbation” meant the same thing, only
36% of patients with asthma held this view. Another
38% of patients thought that “attacks” were more
“sudden,” “severe” and “serious” than “flare-ups” or
“exacerbations,” requiring medical care or OCS,
whereas physicians were more likely to say OCS was
the discriminating factor (9).

In 2014, the Scottish Intercollegiate Guidelines
Network and British Thoracic Society (SIGN/BTS)
guideline replaced the term “exacerbation” with
“attack” stating that “It is more understandable and
gives a clearer indication of the need for action.” (17).
However, data from the current study collected in two
different countries, suggest that this recommendation
has not translated to practice, at least in the two large
regional centers included in the current study.

We recruited patients with severe asthma and a
comparison group of people with milder asthma. By
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definition people with severe asthma had more airflow
limitation and increased medication requirements but
were of similar age as the milder group, with similar
living arrangement. Consistent with populations of
mixed asthma severity in previous studies (9,10), peo-
ple with severe asthma in the current study perceived
the terminology used to describe acute asthma epi-
sodes differently to how it is intended. People with
severe asthma experience a different disease profile to
people with mild-moderate disease, particularly in
relation to acute and life-threatening events. The cur-
rent study provides the first insight into how this
population use and perceive terminology used by
healthcare providers and the general public. These
important insights should be considered by clinicians
when communicating with patients with severe
asthma, in an effort to have patients better recognize
and respond to their acute events, and better engage
with this patient group.

The 2017 Lancet commission on asthma calls for
zero tolerance of asthma attacks, and recommends the
abandonment of the terms exacerbations and flare ups
in an effort to highlight the importance of these
events and reduce the current “weak responses” (2).
This has been previously proposed in COPD (18),
another obstructive airway disease in which exacerba-
tions are common, important and have long term
negative consequence (19). This approach has also
been taken in other diseases including cardiovascular
disease, where the term “heart-attack” activates a
more aggressive response accompanied by routine
risk stratification, implementation of care bundles
and referral to well-funded cardiac rehabilitation pro-
grams (18). Similarly neurology has also reevaluated
the nomenclature, referring to stoke as a “brain
attack” in an effort to highlight the urgency of the
event and prompt patients to take immediate action
(20). On the other hand, flare ups are used in other
conditions such as gout and fibromyalgia, these flare
ups signify painful events that are temporary and not
necessarily life threatening, as an acute myocardial
infarct and stroke may be. Given the life-threatening
nature of acute severe asthma events the use of the
term attack seems fitting for this population in line
with other disease areas.

Unlike people from the general asthma population,
the severe asthma population represented in the cur-
rent study had a high level of familiarity with the
term “exacerbation.” Of the severe asthma interview-
ees, 90% were familiar with the term “exacerbation” in
the current study compared to 24% (9) and 51% (10)
in previous studies of mixed severity asthma populations.
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This is likely due to the severe asthma population
experiencing more frequent and more severe acute
episodes, as well as a higher symptom burden in gen-
eral, resulting in increased contact with healthcare
providers in relation to their asthma management.
Healthcare providers use the term “exacerbation” pref-
erentially (9) and thus people with severe asthma have
increased exposure to the term. Even so, this popula-
tion expressed limited and highly variable understand-
ing of the word. While some participants perceived
“exacerbation” to imply that their asthma is worse but
is being controlled, others described “exacerbations”
as life-threatening. Some participants were familiar
with the term but when asked to explain what it
means their understanding was inaccurate. These
results directly support the suggestion by the Lancet
commission that the use of the term “exacerbation”
leads to a failure to discriminate between loss of
symptom control and genuine attacks. Furthermore,
participant’s views supported the suggestion that the
term downplays the seriousness of acute attacks, and
implies that they are reversible and merely irritating.
Several participants made a distinction between
terms according to whether they were communicating
with friends or healthcare providers. These partici-
pants reserved “exacerbation” for use within the
healthcare system and “attack” or “flare-up” for con-
versing with friends and family, reasoning that people
without asthma would not understand the term.
When Blaiss et al. (9) surveyed clinicians on their pre-
ferred terminology, 77% of clinicians reported that
they used the word “exacerbation” when discussing
acute episodes with patients (9). Furthermore, while
participants in the current study, in line with results
from Blaiss et al. (9) and Vincent et al. (10), reported
“attack” to be their preferred term, clinicians have
been shown to prefer this term the least (9). Thus,
there is a disconnect between severe asthma patient
and clinician preferred terminologies. Patient misun-
derstanding of terms combined with clinician prefer-
ential use may lead to poor communication and
negative outcomes for severe asthma patients (2,21-23).
Poor clinician-patient communication has been associ-
ated with poor use of asthma self-management plans
and guidelines as well as suboptimal treatment adher-
ence (24). A systematic review of the experiences of
people living with severe asthma confirms these
findings, with participants stating that they felt disem-
powered when their health care providers were
authoritarian or paternalistic and they reported the
importance of an equal two way relationship (25).
Further when shared decision making is implemented

in asthma, that is shared communication between
patients and clinicians, it results in improved treat-
ment adherence, quality of life and clinical out-
comes (26).

Written actions plans (WAPs) have been shown to
facilitate  improved asthma  outcomes (27,28).
Differences in the ways patients and clinicians commu-
nicate, including incongruous language use, has been
identified as a limiting factor to WAP use (23,29).
Thus, while WAP use may overcome some of the com-
munication barriers between patients and clinicians via
increased self-management, differences in communica-
tion and failure to use patient-preferred terminology
regarding asthma management may contribute to
under-utilization of WAPs that exist (30) and hinder
the efficacy of existing plans. Greater concordance
between patients and clinician terminology use may
facilitate increased use and efficacy of what is an essen-
tial component of optimal asthma management.

The chronicity of the burden of severe asthma on
people’s lives was highlighted in the pictorial repre-
sentation participants produced, with three of the four
participants indicating that they felt their baseline was
above zero. The terminology used by participants
reflected that in interviews with the terms “flare up”
and “exacerbation” used to label either small increases
in asthma symptoms or lead up to acute events that
were labeled as “attacks.”

This study has a number of strengths and some lim-
itations. The study was conducted in both the UK and
Australia strengthening the representativeness of the
findings. Additionally, the preferences for terminology
have not been reported previously in people with
severe asthma, this, in combination with the inclusion
of a mild-to-moderate asthma comparison group pro-
vides novel findings for a high burden population. The
study could be strengthened by the collection of data
on past year exacerbation frequency so as to enable a
comparison between people who experience frequent
and non-frequent attacks. The sample size may appear
small but is consistent with qualitative studies and as
data were collected until saturation was achieved we do
not believe that this is a limitation. Finally, given the
focus on terminology we acknowledge that in non-
English speaking populations and in patients from dif-
ferent cultural areas the experiences and perspectives of
participants may be very different.

Conclusion

Our findings highlight that “exacerbation” and “flare-
up” have different meanings to patients with severe
asthma than how they are intended. These data



provide important person-centred support to the rec-
ommendations of the Lancet commission (2) in regard
to the use of the term “attack.” The term “attack” bet-
ter reflects the severity of events from the severe
asthma patient’s perspective.
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