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ABSTRACT

Context. — Idiopathic pulmonary fibrosis (IPF) is a severe chronic disease during which anxiety and depres-
sion are frequent comorbidities. Better knowledge of patients’ expectations is needed to inform an action
plan to improve medical care.

Aim. - To describe feelings and expectations of patients suffering from IPF and of their carers about
antifibrotic therapy and compare them to what is perceived by their pulmonologist.

Methods. - National prospective study on practices and perceptions. Specific questionnaires were e-
mailed to all 3276 pulmonologists in France who, in turn, invited patients and carers to participate in a
survey.

Results. - 147 pulmonologists, 161 patients and 144 carers participated in the survey. The role of the
carer was evaluated as “important” or “very important” by more than 90% of participants, i.e. pulmonolo-
gists, patients or carers. Inconsistencies between how patients felt and how pulmonologists perceived
them were identified: 88% of patients responded that they understood quite well what IPF is (vs. 75% of
patients according to pulmonologists); 85.5% of patients said they were determined to fight the disease
(vs. 68.0%); 61.7% of patients wanted to be kept informed of potential complications before they occurred
(vs. 69.6%) and 81.2% wanted to be involved in therapeutic decisions (vs. 43.1%). Globally, patients had
a more positive view of antifibrotic therapies than expected by pulmonologists: 41.5% evaluated their
advantages superior to what they had expected (vs. 29.1% of patients according to pulmonologists) and
76.5% had a positive image of the benefits/disadvantages ratio (vs. 62.4%). Although pulmonologists had
the impression that they were keeping their patients well-informed about exacerbations, hospital stays
and the possible negative evolution of the disease despite antifibrotic therapies, 34.0%, 42.0% and 22.0%
of patients respectively declared not being aware of these aspects.

Conclusion. — The feelings of patients suffering from IPF regarding their disease and treatment glob-
ally proved more positive compared with how pulmonologists perceived them. Taking into account the
expectations and needs of patients may allow healthcare professionals to better address their needs and
priorities.

1. Introduction

Idiopathic pulmonary fibrosis (IPF) is the most frequent and

—_— most serious form of adult idiopathic interstitial pneumonias [1].
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France each year, with a prevalence of at least 9000 patients [3]. The
progressive and irreversible worsening of fibrosis is responsible for
an inexorable decline in pulmonary function which, without any
treatment leads to respiratory failure and death within a median
period of 3 to 5 years following diagnosis [1-4]; thus, the median
survival of patients diagnosed with IPF is lower than the rate asso-
ciated with many solid tumors [5]. However, the evolution can vary
from one patient to another and is quite unpredictable [6]. A French
study has shown that, over 5 years, 87% of patients stayed in hos-
pital at least once for an acute complication, and these stays were
associated with high mortality rates (17 to 36% depending on the
type of complication) with a median cost from 3200 to 5400<€ [7].
In total, more than 21,600 hospitalizations associated with IPF were
identified over a period of 5 years.

Before the availability of antifibrotic therapies (pirfenidone [8,9]
and nintenadib [10,11], the treatment of IPF was mainly based on
symptom alleviation and lung transplantation. In a personalized
approach to care, IPF treatment must adapt to the particularities
of each patient to optimize their care. To this aim, therapeutic
decisions should be shared with the patient and take into account
the patient’s personal history, quality of life, and perspectives,
priorities and expectations [12]. Several studies often with small
numbers have been conducted in some European countries to bet-
ter understand the feelings of patients with IPF, their expectations
and needs, as well as the perception of their carers [13-19]. How-
ever, patients’ perceptions and expectations may vary greatly by
country and culture, and few studies have involved patients, carers
and pulmonologists in parallel.

The aim of the RESPIR study (Regards croisEs : fibroSe Pul-
monaire Idiopathique et tRaitements - overlapping perspectives
on idiopathic pulmonary fibrosis and therapies) was to evaluate
patients’ expectations of antifibrotic therapy and to benchmark
them with expectations and feeling of their carers and pulmonolo-
gists, inorder to orientate changes in management to better address
patients’ priorities.

2. Methods

RESPIR was a French prospective study conducted among pul-
monologists, patients with IPF and their carers. The methodology
was developed by a scientific committee comprised of seven pul-
monologists. This national study on practices and perceptions was
composed of two successive stages: a survey of pulmonologists
followed by a mirror survey of patients and carers. During the
preparatory phase (July to November 2017), the scientific com-
mittee designed three questionnaires intended for pulmonologists,
patients and carers, respectively. The last two had previously been
tested and adapted during interviews with two couples of patients
and carers.

The questionnaire for pulmonologists was mailed to 3276
French pulmonologists on 21th November 2017. Pulmonologists
were then invited by mail and e-mail to become a “support pulmo-
nologist” for the second part of the survey, i.e. to invite their patients
and respective carers to participate in the survey. Pulmonologists
were asked to not to select patients and to give the questionnaires to
those who gave oral consent. After being given the questionnaire,
patients and carers who agreed gave written consent, completed
the questionnaire on their own, and mailed it back anonymously
within the following days or months. All patients diagnosed with
IPF were eligible for inclusion in the survey. Data were collected
between November 2017 and October 2018.

Questionnaires for pulmonologists, patients and carers included
40 to 47 items, divided into several categories (Table 1).

Variables were analyzed by descriptive statistics: mean val-
ues, standard deviations, medians and interquartile ranks for

quantitative data; numbers and percentages for categorical data.
Pulmonologists were divided into three groups: 1) competence
center or reference center (expert center) for rare pulmonary
diseases in university-affiliated hospital; 2) university-affiliated
hospital or general hospital; 3) private practice or other struc-
ture. Chi-square homogeneity tests were conducted to evaluate
the significance of differences between these groups with level of
significance (alpha risk) of 5%.

3. Results

Questionnaires were completed by 147 pulmonologists (i.e. 4.5%
response rate), 161 patients and 144 carers.

3.1. Pulmonologists

The majority of pulmonologists who completed the survey did
not work in a competence/reference center (75.5%). Among the
31 pulmonologists who enrolled patients and carers, 27 (87.1%)
worked in a competence or reference center. In total, 97% of patients
and carers were recruited by a pulmonologist working in a compe-
tence center.

The main characteristics of pulmonologists who completed the
survey are presented in Table 2. Institution of work was relatively
balanced between expert centers, other university-affiliated hospi-
tals, and private practice and other structures. The median number
of patients suffering from IPF who were personally cared for in their
practice was 10 (Q1-Q3: 5-20) and was higher for pulmonologists
working in a competence or reference center (20) than for the other
groups (10).

3.2. Patients

The main socio-demographic characteristics of the included
patients are presented in Table 2. Patients were mainly male
(81.9%), with a median age of 72 years. For the most part, they were
married or in a relationship (73.3%) and most were retired (88.8%).
The median time since diagnosis of IPF was three years.

3.3. Carers

Carers were the patient’s partner or child in respectively 79.3%
and 12.1% of cases. Two thirds of carers were retired and one quarter
had a professional activity. 8.8% declared that their relative’s IPF had
an impact on their own professional activity.

3.4. IPF care

35.9% of patients indicated that they were followed by at least
two pulmonologists from different centers for their IPF. 71.7% of
patients declared that they would always or most of the time attend
the consultation accompanied by a carer. More than 90% of all par-
ticipants in the survey (pulmonologists, patients or carers) declared
the role of the relative (or carer) to be “very important” or “impor-
tant” in the patient’s care. The role of the general practitioner or
family physician was considered as “very important” or “impor-
tant” more frequently by the pulmonologists (95.6%) than by the
carers (85.0%, P<0,001) or patients (75.8%, P<0,001).

3.5. Patients symptoms and priorities

The majority of patients (56.4%) had dyspnea < MRC 2 (no dis-
comfort or shortness of breath when brisk walking or up a slight
hill), which indicates a moderate severity of IPF. About one quar-
ter of patients (23.3%) indicated that they observed benefit from



Table 1
Division of items for the pulmonologist, patient and carer questionnaires.

Pulmonologist questionnaire

Patient questionnaire Carer questionnaire

AN NN NN
AN NN

General information N
IPF care N
Feeling about IPF and its care
Perceptions and expectations of patients about antifibrotic therapies v
Perceptions and expectations of carers about antifibrotic therapies
Experience/feeling of patients about antifibrotic therapies v
Experience/feeling of carers about antifibrotic therapies v
Table 2
Characteristics of the respondents.
Characteristics of the patients
Gender
Men, %/median age, years 82.0/72
Women, %/median age, years 18.0/72
Way of life, %
In a relationship 73.3%
Single 18.0%
With a family 6.2%
In a retirement home 1.9%
Other 0.6%
Current professional situation, %
Retired 88.8%
Working 4.4%
Partial or total disability 2.5%
Work stoppage 3.8%
Seeking employment 0.6%
Housewife/househusband 0%
Professional activity (current or past if retired), %
Employee 23.0%
Executive, senior intellectual work 25.7%
Intermediate profession 18.4%
Workman/workwoman 13.8%
Craftsperson, tradesperson, company manager 13.2%
Farmer, fisherman 2.6%
Not concerned 3.3%
Characteristics of the practitioners
Median age (years) 48
Male/female % 64.7/35.3
Area of practice
Auvergne-Rhone-Alpes 14.5%
Burgundy-Franche-Comté 5.3%
Brittany 6.9%
Centre-Val-de-Loire 5.3%
Corsica 0.8%
Grand-Est 14.5%
Hauts-de-France 7.6%
{le-de-France 13.0%
Normandy 3.1%
Nouvelle-Aquitaine 3.1%
Occitanie 12.2%
Pays-de-la-Loire 4.6%
Provence-Alpes-Cote-d’Azur 7.6%
Location of main practice, n (%)
IPF expert (reference or competence) centers

42 (31.1)
University-affiliated not being an IPF expert 37(27.4)
center, or General Hospital

Private practice, other 56 (41.5)
Median number of patients seen regularly in their 10
practice (n)

pulmonary rehabilitation, whereas a greater percentage of pulmo-
nologists thought so (median = 30%; non-significant difference NS).
14% of patients reported an impact of IPF on their professional life
(e.g. early retirement or giving up work).

When asked about priorities, 78.9% of patients stated that they
would rather live longer, even if that meant taking drugs that could
cause adverse effects (vs. 83.3% according to pulmonologists and
81.9% according to carers; non-significant differences).

3.6. Patients knowledge and mindset

In the pulmonologists’ opinion, 75% of patients had a good
knowledge of IPF and understood the impact of the disease on their
health. A numerically higher proportion of patients stated they had
a good knowledge of IPF and its impact (87.8% and 88.7%, respec-
tively; NS). Some discrepancy was also observed regarding the state
of mind of fighting the disease: 85.5% of patients indicated that they
were determined to fight their disease, whereas pulmonologists
estimated this percentage to be 68.0% (NS).

In our survey, 69.6% of pulmonologists thought that IPF patients
would know about the possible complications of the disease and
of treatments before they occurred, and were appropriately pre-
pared, versus 61.7% of patients and 59.8% of carers (NS). When
asked whether they wanted to actively take part in the therapeutic
decision-making process, 81.2% of patients and 59.4% of carers (P-
value <0.001 vs. patients) answered positively, whereas 56.9% of
pulmonologists thought that the patient wanted to play an active
role in the decision.

3.7. Perceptions and expectations regarding antifibrotic therapy

Among the patients who participated in the survey, 74.7% were
receiving an antifibrotic therapy, and another 8.7% had previously
received one. The pulmonologists’ reactions regarding the prescrip-
tion of antifibrotic therapies were contrasted: 69.3% declared that
they prescribed an antifibrotic therapy to symptomatic patients as
soon as IPF was diagnosed, and 69.3% indicated that they prescribed
an antifibrotic therapy to asymptomatic patients (including 37.3%
who did so as soon as IPF was diagnosed). Whereas 10.9% of pul-
monologists never prescribed antifibrotic therapies, those working
in an expert center significantly prescribed antifibrotic therapy to
a larger proportion of asymptomatic patients with IPF (Fig. 1).

At the time of initiating treatment, 15.6% of patients and 15.9% of
carers considered their quality of life as the priority, whereas it was
thought to be a priority for the patient by 33.9% of pulmonologists
(P-value =0.002 vs. patients & =0.001 vs. carers). Their perception
was closer to reality regarding extension of life expectancy, as 16.4%
of patients considered this to be a priority (versus 17.7% accord-
ing to pulmonologists). However, most respondents indicated that
they prioritized both quality of life and extension of life expectancy
equally (Fig. 2).

The initiation of antifibrotic therapy was experienced as posi-
tive, bringing relief and hope to 75.8% of patients (82.1% of carers),
and 76.1% of pulmonologists thought that patients had a positive
feeling (NS).

Although pulmonologists had the impression that they were
keeping their patients well-informed about the possibility of
acute exacerbations of IPF (94.2% of pulmonologists), emergency
hospitalizations (91.9%) and the possible negative evolution of
the disease (95.6%) despite antifibrotic therapies, only 66.0%
(P<0.001), 58.0% (P<0.001) and 78.0% (P<0.001) of patients,
respectively, declared they were aware of these potential conse-
quences (Table 3). Information about the necessity to continue
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57.1%
I 32
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when their state worsens 2.7% p=0.332
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antifibrotic treatment
35.7%

B Total, n=137 Competence centre, n=42

p=0.064

non-competence centre hospital, n=37

private sector+others, n=56

Fig. 1. Reaction of pulmonologists about the prescription of anti-fibrotic therapy.

A. Patients’ priorities at antifibrotic drugs initiation

Priority 15.6% u
to quality of life 33.9%
P 16.4%
Priority 17.7%
to lifespan
1)
Both in an 65:0%)
) 48.5%
equivalent way

B. Patients’ position about adverse events
No adverse events, 21.1%
even if that means 16.7%
living a little shorter

Live a little longer,
even if that means taking drugs that
could cause adverse events

78.9%
83.3%

® For patients, n=122

® According to
pulmonologists, for patients,
n=130

According to carers,
for patients, n=113

® For patients, n=123

B According to pulmonologists,
for patients, n=108

According to carers,
for patients, n=116

Fig. 2. Priorities of antifibrotic therapy and positioning towards adverse events of the therapies.

Table 3

Comparison between information delivered by pulmonologists and awareness of patients and carers.

Delivered by Pulmonologists

Awareness by Awareness by

. . . i ; Patients Carers
Piece of information Yes, systematically Yes, sometimes Total
IPF can evolve negatively 81.0% 14.6% 95.6% 78.0%* 84.8%"
Exacerbations are possible 75.2% 19.0% 94.2 66.0%" 70.3%"
Stays at the hospital are possible 60.3% 31.6% 91.9 58.0%" 68.5%"
Therapy must be continued for a long time, if not life 90.5% 8.0% 98.5% 96.2% 96.6%

" P<0.001 vs. pulmonologists.

treatment for a long time, if not for the rest of the patients’ life,
was given by 98.5% of pulmonologists and was known by 96.6% of
patients and 96.6% of carers (NS).

Most patients who had received antifibrotic therapy reported
a positive effect of treatment on disease progression, cough and
quality of life; a similar feeling was shared by carers (Fig. 3). Ret-
rospectively, adverse effects of antifibrotic drugs were deemed
less important than anticipated at treatment initiation by 72.6%
of patients and 74.7% of carers (Fig. 4) (NS). Perceived benefits
were deemed more important than anticipated by 41.5% of patients
and 48.6% of carers (NS). The constraints of taking antifibrotic
drugs were deemed more important than anticipated by 27.3%

of patients and 31.5% of carers (NS). Overall, 76.5% of patients
estimated that antifibrotic therapy had more benefits than dis-
advantages, whereas 62.4% of pulmonologists indicated that the
benefit/disadvantages ratio experienced by their patients would
be positive (P=0.036). Thus, 65.9% of patients surveyed versus
50% of patients according to pulmonologists would have liked to
have been prescribed antifibrotic treatment earlier in their disease
course (NS).

As an exploratory analysis, the opinion of pulmonologists from
expert centers was compared to that of pulmonologists working
in a different setting; no significant difference was found between
groups (data not shown).
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disease progression (n=90) 77.8% 22.2%

your cough (n=101)

55.5%

44.5%
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your tiredness (n=99) 29.3% 70.7%

your quality of life (n=101) 54.5% 45.4%

disease progression ? (n=85)

patients’ quality of life (n=80)

Yes No
78.8% 21.1%

patients' cough (n=88)

53.4%

46.6%

patients' dyspnea (n=88) 40.9% 59.1%

patients' tiredness (n=78) REXL7 64.1%

52.5% 47.5%

Fig. 3. After experiencing antifibrotic therapies, would you say it had a positive effect on.

74,7%
9 3
72,6% 70,1%

ADVERSE EVENTS lower
than expected
at treatment initiation

p=0,008
48,6%
41,5%

BENEFITS greater
than expected
at treatment initiation

29,1%

m For patients

at treatment initiation

m According to pulmonologists, for patients

p=0,006

p=0,036
|
76,5%

81,7%

62,4%

Patients believed
they had
more BENEFITS
than DISADVANTAGES

% 315%
27,39 J02%

CONSTRAINTS
more important
than expected

For carers

Fig. 4. Assessment of antifibrotic therapy following the experience of the patient.

4. Discussion

The RESPIR survey has provided a description of expectations
and needs of patients with IPF about their treatment in France,
as well as the perception of pulmonologists and carers. The main
lessons arising from RESPIR are that the feelings and expectations
of patients do not always correspond to the perception that pulmo-
nologists have in several areas; that patients have a globally more
positive outlook concerning their antifibrotic therapy; that antifi-
brotic therapy is still being prescribed belatedly in some cases; and
that carers play a key role.

Clinically, the severity of disease of the participants was mod-
erate and seems representative of the population suffering from
IPF. Indeed, in a French survey conducted in 2012 with 509 pulmo-
nologists, 58% of their patients presented a mild to moderate IPF
[20], a result corroborated by the result of a 2013 international sur-
vey [21]. Pulmonologists participating in this survey were globally
representative of all French pulmonologists in terms of age, gender
ratio and type of practice [22].

Regarding the patients’, carers’ and pulmonologists’ percep-
tions, several lessons can be learnt. The carers’ key role was deemed
“important” or “very important” by more than 90% of respondents
in all three groups. In this survey, the carers’ perception was very
close to the patients’; they had a good knowledge of the disease
and of patients’ expectations. Thus, carers could be involved more
proactively in care, for example, within therapeutic education and
psychological support sessions. It is, therefore, crucial to take their
needs and expectations into account in such a way that they bring

the necessary support and play their part alongside patients. In
that sense, a program developed in the Netherlands, consisting of
meetings and debates led by various speakers (psychologists, pul-
monologists, physiotherapists, among others) and including the
patients’ relatives, has proven beneficial to the patients’ quality
of life [23]. A multicenter study in France (The HELP-IPF study,
www.clinicaltrial.gov, NCT04031690) is ongoing to evaluate the
quality of life of caregivers of patients with IPF.

On the contrary, there are divergences between practitioners
and patients regarding expectations and perceptions of the patient.
The first discrepancy observed concerned the objectives of antifi-
brotic therapy: at treatment initiation, 33.9% of pulmonologists
thought that patients’ highest priority was quality of life whereas it
was true for only 15.6% of them. This observation is corroborated by
another survey in which 87% of patients thought that preventing
disease progression was more important than the risk of poten-
tial side effects [15]. Similarly, pulmonologists had a tendency to
under-estimate the percentage of patients determined to fight the
disease (68.0% versus 85.5% when asking patients).

Pulmonologists also had a tendency to under-estimate the pro-
portion of patients willing to actively participate in treatment
decisions (56.9% vs. 81.2% when asking the patients). Shared med-
ical decisions have proven useful in many pathologies to improve
patient adherence to the treatment program and, in some cases, to
help improve its results [24-26].

One last divergence between pulmonologists’ perceptions and
patients’ statements concerned the understanding of IPF by
patients: 88% of patients stated that they understood the disease



well vs. 75% according to pulmonologists. The question, therefore,
iswhether pulmonologists under-estimate patients’ understanding
or whether patients wrongly believe they understand the disease.
Some surveys, notably older ones, have reported that most patients
complained about a lack of information about IPF [13,14,27]. Insuf-
ficient information can fuel anxiety and lead to patients looking for
information on the internet, with the risk of finding confusing data
- including a prognosis that can be worse than in reality in indi-
vidual patients [15]. The CaNoPy study carried out in the United
Kingdom involving 27 IPF patients and 21 carers has shown a good
understanding of IPF but a poor grasp of its progression and how
this progression could be managed [16]. People surveyed had a dif-
ficult time translating overall explanations about the disease into
consequences for their personal situation. Patients declared they
had not received enough information on the practical aspects of
care and wished they had had more concrete elements to adapt to
an unpredictable future. This is consistent with our study since only
58% of patients surveyed said they were aware that, despite ther-
apy, a worsening of their disease could lead to hospitalization. In
other studies, patients have said they wanted “to learn how to live
with this disease”, to know what changes in their way of life could
optimize their quality of life [17], and to have practical information
to better manage their disease [13]. In total, theoretical and general
information might be sufficient but patients need more concrete
elements and tools to live with IPF. There would thus be a discon-
nection between the consultation and everyday life, underlining
the important part of therapeutic education and of coordinating
nurses.

In our survey, there was an important variation between
pulmonologists stating they inform their patients of possible
exacerbations, hospitalizations and negative progression despite
therapy, and patients’ feeling they were not informed in 34%, 42%
and 22% of cases, respectively. The pulmonologists’ explanation
might have not been clear enough; patients and carers might not
have heard what they did not want to hear or might have been
unable to comprehend it. In a study of 161 patients with IPF and
168 carers in the Netherlands and Germany, a high proportion of
patients and carers (>90%) declared that they wanted to know
everything about the disease and its consequences [18]. In a British
study (27 patients and 21 carers), as well as in a European study
(Italy, Belgium, Ireland and England), participants were not so out-
right and expressed quite ambiguously the need for a “balance
between honesty and hope” which should evolve depending on
the stage of the disease [16-28]. In a Danish study (25 patients and
24 carers), patients and carers were ambivalent about the wish to
have all information regarding diagnosis and progression: the fatal
outcome of the disease being hard to take in, they estimated it was
too stressful to get all the information at once and preferred for
it to be given progressively [19]. Cultural differences can also be
taken into account: in one study, 70% of Dutch people wanted to
talk about things relating to end of life versus only 50% of Germans
[18]. It can be difficult for pulmonologists to start on the question
of prognosis. In an international study, Maher et al. have demon-
strated that only 28% of pulmonologists felt at ease talking about
it and 40% confessed they avoided the topic when talking to their
patients.

After several years on the market, 69.3% and 37.2% of pulmo-
nologists state they are ready to prescribe antifibrotic therapies at
once to symptomatic and asymptomatic patients respectively, but
with significant differences between practitioners since 90.5% of
pulmonologists in expert centers prescribe antifibrotic therapies as
soon as diagnosed to asymptomatic patients. A study carried out in
five European countries has shown that patients with IPF and mild
lung function impairment only had antifibrotic therapies in 29%
of cases versus 59% and 40% for moderate and severe impairment,
respectively [29]. Disease stability, lack of symptoms or the relative

preservation of pulmonary function can explain why pulmonolo-
gists are reluctant to prescribe antifibrotic therapies as soon as IPF
is diagnosed [15]. However, according to the same study, patients
were willing to have early treatment. There is still some work to
do within the pulmonologist community to consider early treat-
ment, should the patient be symptomatic or not, in accordance
with current recommendations [3]. This need to improve habits
was previously demonstrated by the 2012 French study with 509
pulmonologists attesting that, despite an acceptable knowledge of
recommendations, participants only took therapeutic decisions in
multidisciplinary meetings in one third of the cases [20].

The benefits of antifibrotic therapies on quality of life, although
suggested in clinical studies and linked with the reduction of dys-
pnea and cough [30,31], have never been formally established in
pivotal studies [32]. Moreover, there is not necessarily a connection
between clinical parameters and quality of life reported by patients
[12-33]. In our survey, 54.5% of patients reported an improvement
in their quality of life after therapy initiation. Starting therapy prob-
ably has a psychological effect. This concurs with 76% of patients
declaring that they had experienced the initiation of antifibrotic
treatment as positive and hopeful. In more than 40% of cases,
patients receiving antifibrotic therapies declared the benefits to be
more important than they had first considered.

The RESPIR study has limitations. A recruitment bias could have
occurred, since nearly all responding patients were recruited from
expert centers, whereas most participating physicians worked out-
side of these centers. Respiratory physicians working in different
settings may have different exposures to IPF patients and varying
practice. However, in an exploratory analysis, no difference in opin-
ion was found between pulmonologists working in expert centers
or not.

RESPIR study results being declaration data, answers might have
been influenced, notably for patients and carers, by the state of
health (physical and psychological) they were in when completing
the survey.

In our study, 23.3% of patients and 30% of pulmonologists
indicated to have had some benefit from pulmonary rehabili-
tation (PR), as compared to 2.1% in the French ancillary study
of Passport (www.clinicaltrial.gov, NCT02699879) which enrolled
patients from 2012 to 2016 [34]. We speculate that this greater
rate might be related to the French guidelines published in 2017
that recommended pulmonary rehabilitation in patients with IPF
(3).

However, despite their imperfections, qualitative surveys bring
precious knowledge of patients’ feelings. To our knowledge, RESPIR
is the first French study to have documented the expectations and
needs of IPF patients about their treatment, in parallel with the
perception of pulmonologists and carers. In addition, our study
included more patients than most prior works and was carried out
after antifibrotic therapies were on the market.

5. Conclusion

The RESPIR study has demonstrated discrepancies between pul-
monologist’s and patient’s perceptions in France. The latter are
globally more positive than their practitioners, determined to fight
the disease, and wish to be involved in therapeutic decisions.
Patients generally wish to be informed comprehensively, and are
willing to actively participate in treatment decisions. They are ready
to undergo undesirable side effects if treatments lengthen their life
expectancy, whereas pulmonologists tend to prioritize their quality
of life. Globally, patients surveyed seem ready for earlier treatment
and a better sharing of decisions than what doctors think.
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