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Sharing and informing IPF healthcare decisions through partnerships with patients and their
caregivers http://ow.ly/YHp3X
Over the last 5–7 years, an enlightened paradigm has emerged for clinical research. In it, patients are not
simply “subjects” to be studied or numbers to be analysed; more than “key stakeholders”, patients are
increasingly (and justly) recognised as the soul and substance of clinical investigation [1]. Patient advocacy
organisations have added significant momentum to this movement by promoting patient-centred healthcare
and helping to give a global voice to those who suffer from a range of conditions or impairments. Recent
discussion on stratified medicine advocates the inclusion of patient perspectives and experience to inform the
often complex decision-making processes regarding treatment [2]. Governing bodies and funding
organisations have developed policies, programmes and agendas that have largely shaped the paradigm by
fostering patient-centred investigations and advocating that studies be designed to ask and answer questions
deemed important to patients, and include outcomes that are meaningful to patients [3].
How should a clinical investigator formulate questions that are important to patients and select outcomes
that are meaningful to patients? The answer is simple: talk to the patients, the true experts of living with
their condition. Informal caregivers (spouses, partners, loved ones of patients), sometimes referred to as
invisible second patients because they are indirectly affected by the disease, are also experts who can provide
rich insight into the patient’s condition and adaptive behaviours that patients, themselves, may not see.
Qualitative research methods, often operationalised by conducting interviews and/or focus groups, enable
researchers to engage the experts of the target population to capture their experiences and perceptions.
Sessions are recorded, transcribed verbatim and then analysed. Whilst, historically, qualitative research has
been repudiated as inferior science, there is growing recognition of the value of qualitative methods,
particularly for addressing questions of understanding. Qualitative and quantitative research methods have
many similarities: in each, investigators start with a question, formulate a hypothesis, recruit subjects,
collect data, and then analyse and interpret the results. There are also some differences: qualitative studies
focus on questions of “how” and “why”, so the analytic unit is text (words, phrases and sentences), rather
than numeric values generated by the quantitative perspective of “how many” or “how often”.
In contrast to quantitative studies, in which protocols are necessarily cemented at the outset and remain
unchanged throughout the course of the study, some qualitative investigators use a more fluid, malleable
approach. For example, one or two interviews or focus groups are conducted, the data are analysed, and
the findings are used to inform subsequent interviews or focus groups aimed at filling conspicuous gaps or
to drill deeper into certain topics. There are a number of different approaches to qualitative analysis, each
employed depending on the research hypothesis; however, regardless of approach, the over-arching
objective of qualitative analysis is to answer the question “What is going on here [in the data]?” [4]. To
begin, the analysts must first read and re-read the transcripts to develop familiarity with (become
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immersed in) the data. A systematic approach is essential to develop themes that describe what is “going
on” in the data, and this is often achieved by using coding. Data are broken into manageable chunks of
varying sizes (words, phrases, sentences or paragraphs), and codes (usually meaning-packed words or
phrases) are applied to label concepts they represent in the chunks of data. Similar or linked concepts are
ascribed the same code.
Next, the analysts attempt to group codes into broader categories (themes); this reduces the data to
smaller, more manageable units that “depict the problems, issues, concerns … of those being studied” [4].
Ultimately, if appropriate for the goals of the study, analysts develop an even broader theoretical scheme
that explains the totality of the data. In the end, pages and pages of transcripts are reduced to a page (or
more) of codes; codes are fitted together to generate a smaller number of themes; and themes are
examined to build a theoretical framework that explains the data and answers the research question.
Computer software is frequently used to manage data and track codes and themes, as well as house notes
and memos that analysts generate in the course of the analysis. As one might imagine, this process is time
consuming. Whilst iterative, it is free-flowing and creative, and there is some subjectivity. Working with
multiple analysts minimises this. However, analysing the same set of qualitative data could certainly lead
to different results, depending on the question(s) being asked. One of the benefits of qualitative analyses is
that they allow investigators to “give voice” [4] to the respondents, the real experts.
In this issue of the European Respiratory Journal, OVERGAARD et al. [5] give voice to idiopathic pulmonary
fibrosis (IPF) experts: they studied 24 patient/caregiver dyads (and a 25th single patient) to better
understand how IPF affected the patient, the caregiver and the patient–caregiver relationship. Among the
24 caregivers, 21 were spouses or ex-spouses, and 15 were men; thus, most of the patient subjects were
presumably females. Their mean age was 71 years, most were former smokers, seven used supplemental
oxygen, pulmonary physiology suggested mild impairment ( per cent predicted forced vital capacity and
diffusing capacity were 83% and 50%, respectively), 15 were taking pirfenidone and 23 were retired or
disabled from work.
The investigators developed an interview guide using published literature and refined the guide after two
pilot interviews. The following are examples of interview questions. How does your illness affect your life
right now? What physical issues do you experience? What psychological issues do you experience? How do
you support each other? How do you handle the illness? Through careful analysis, the investigators
identified and named six themes: 1) information and disclosure; 2) reactional dyssynchrony; 3) perpetual
vigilance; 4) emotional ambivalence; 5) gradual and tacit role shift; and 6) adapted coping strategies.
OVERGAARD et al. [5] used the framework method to conduct their analysis, which incorporated the process
described above but also enabled thematic analysis from the perspective of the patient, the caregiver and
the patient/caregiver couple [6]. The article contains an information-packed matrix within which the six
themes are defined for each perspective. As individuals, patients and caregivers craved information about
IPF, particularly on how it might progress. They stressed that practitioners should be attentive to the
informational needs of both patients and caregivers, and particularly for patients, employ a
controlled-release approach, perhaps over several visits. As couples, participants conveyed the importance
of working together (in constant contact) to monitor and cope with the disease, but they also recognised
that silent presence was sometimes needed. Couples stressed the possibility that their reactions to the
patient being handed the diagnosis of IPF might not occur in step; for example, the patient could have
moved through denial to acceptance while the caregiver was stuck in denial. Individuals within couples
found themselves trying to protect each other, attempting to live normal lives, while the threat of IPF
progression and death were ever-looming. They had to prepare for (or, in some cases, had already begun
the process of ) shifting roles within the household: the patient relinquishing duties, while the caregiver
assumed them. By using dyadic interviews (having the patient and a caregiver in the same session),
OVERGAARD et al. [5] promoted and observed interactions that would have been missed if the two were
interviewed separately. As the authors recognise, this approach might also have had the unwanted effect of
creating bias: a person may withhold information, alter answers or say only what s/he thinks the other
person in the couple wants to hear. Despite this, the authors give readers a glimpse into the delicate ebbs
and flows that permeate the IPF patient–caregiver relationship.
Other researchers have conducted qualitative studies with IPF patients or their caregivers. SCHOENHEIT et al.
[7] interviewed 45 European patients with IPF and identified unmet needs in areas of disease education
resources, access to centres of excellence, and family support programmes. Through interviews with IPF
patients and caregivers, GIOT et al. [8] identified proactive and reactive patient mindsets that appeared to
drive their coping mechanisms, and they highlighted caregivers’ needs for more detailed information on
IPF. RUSSELL et al. [9] further demonstrated the need for accessible, contemporary information for patients
and caregivers, particularly on managing side-effects of pharmacological therapies.
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BELKIN et al. [10] observed that informal caregivers of IPF patients felt confined to an ever-shrinking world
within which they struggled to find the balance between giving care and maintaining their own identity.
Other qualitative work has generated calls to improve the clinical encounter with IPF patients and their
caregivers, to better recognise the value of the caregiver and to respond to their different and changing
needs through the trajectories of IPF [11], and to emphasise the value of peer support for IPF patients
[12]. Work is underway in a research programme aimed at identifying and addressing the palliative care
needs of IPF patients and their caregivers [13], whose needs are described as being similar to the needs of
cancer patients’ informal caregivers.
The study by OVERGAARD et al. [5] reinforces and extends many of these findings. The authors reveal the
struggles IPF imposes on patients and their caregivers as individuals, and on the two as couples; the
results emphasise that the care of the IPF patient must be individualised, ultimately to the patient, but also
include the informal caregiver to whom many patients are inextricably linked. Despite these excellent
advances, some practical matters remain inadequately addressed. For example, what is the best modality to
use to educate patients and caregivers about the disease, its natural history and/or nonpharmacological
therapies? It is also clear that caregivers need more support. How should that support be operationalised?
How can we help caregivers cope with the effects of having a loved one stricken with IPF? How do we
help them prevent their worlds from shrinking as the disease progresses? How do they avoid caregiver
burnout and other health hazards of providing care, particularly in the latter stages of IPF? How can we
help them adapt to their ever-changing roles, as patients are forced to accept ever-declining abilities to
contribute physically to the household?
Although there is much work to be done, the IPF community is realising that healthcare decisions are best
made through partnerships with patients and their caregivers. If we are to partner with them to make
critical decisions on important health-related matters, we had better know what they are experiencing, how
those experiences affect them and whether those effects matter. This vital knowledge will only come
through talking with the experts.
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