
 

 
 
 
 
 

Early View 
 
 
 

Review 
 
 
 

Communicating with patients with IPF: can we do 

it better? 
 
 

Marlies S. Wijsenbeek, Francesco Bonella, Leticia Orsatti, Anne-Marie Russell, Claudia Valenzuela, 

Wim A. Wuyts, Walter F. Baile 

 
 
 

Please cite this article as: Wijsenbeek MS, Bonella F, Orsatti L, et al. Communicating with 

patients with IPF: can we do it better?. ERJ Open Res 2021; in press 

(https://doi.org/10.1183/23120541.00422-2021). 

 
 
 
 
 
 

This manuscript has recently been accepted for publication in the ERJ Open Research. It is published 

here in its accepted form prior to copyediting and typesetting by our production team. After these 

production processes are complete and the authors have approved the resulting proofs, the article will 

move to the latest issue of the ERJOR online. 

 
 
 

Copyright ©The authors 2021. This version is distributed under the terms of the Creative Commons 
Attribution Non-Commercial Licence 4.0. For commercial reproduction rights and permissions 
contact permissions@ersnet.org  



 

 

Communicating with patients with IPF: can we do it better? 

Marlies S Wijsenbeek,1 Francesco Bonella,2 Leticia Orsatti,3 Anne-Marie Russell,4 Claudia 

Valenzuela,5 Wim A Wuyts,6 Walter F Baile7 

1Department of Respiratory Medicine, Erasmus MC, University Medical Centre, Rotterdam, 

The Netherlands; 2Center for Interstitial and Rare Lung Disease, Ruhrlandklinik, University 

Hospital, Duisburg-Essen University, Essen, Germany; 3Boehringer Ingelheim International 

GmbH, Ingelheim, Germany; 4College of Medicine and Health University of Exeter, UK; 

5Pulmonology Department, Hospital Universitario de la Princesa, Universidad Autonoma de 

Madrid, Madrid, Spain; 6Unit for Interstitial Lung Diseases, Department of Pulmonary 

Medicine, University Hospitals Leuven, Leuven, Belgium; 7University of Texas MD Anderson 

Cancer Center, Houston, Texas, USA. 

Correspondence: Marlies S Wijsenbeek, Department of Respiratory Medicine, Erasmus 

MC, University Medical Centre, Gravendijkwal 230, Rotterdam, 3015 CE, The Netherlands. 

E-mail: m.wijsenbeek-lourens@erasmusmc.nl 

 

  



 

 

ABSTRACT 

Communications between clinicians and patients with idiopathic pulmonary fibrosis (IPF) 

have the potential to be challenging. The variable course and poor prognosis of IPF 

complicate discussions around life expectancy but should not prevent clinicians from having 

meaningful conversations about patients’ fears and needs, while acknowledging 

uncertainties. Patients want information about the course of their disease and management 

options, but the provision of information needs to be individualised to the needs and 

preferences of the patient. Communication from clinicians should be empathetic and take 

account of the patient’s perceptions and concerns. Models, tools and protocols are available 

that can help clinicians to improve their interactions with patients. In this article, we consider 

the difficulties inherent in discussions with patients with IPF and their loved ones, and how 

clinicians might communicate with patients more effectively, from breaking the news about 

the diagnosis to providing support throughout the course of the disease. 

  



 

 

Introduction 

Idiopathic pulmonary fibrosis (IPF) is a diagnosis with devastating consequences for the 

patient. Receiving a diagnosis of IPF may evoke a range of emotions, including sadness, 

fear, confusion and denial [1-3]. Patients look to their clinicians as a source of information 

about their disease, its prognosis, and how they can lessen its impact on their lives [4-6] and 

should be supported to take an active role in their care [7]. Patients may benefit from both 

emotional support and practical advice as they adapt to the impact of IPF on their lives and 

relationships and contemplate the shortening of their lives [2,3,8,9]. 

Conversations between a clinician and a patient have the potential to be challenging, for 

reasons related to the patient, the clinician, and the healthcare system (Figure 1) [10]. The 

variable course, risk of acute exacerbations and poor prognosis associated with IPF cause 

uncertainty both for patients and clinicians. However, this uncertainty should not lead to 

‘prognostic paralysis” and prevent clinicians from having meaningful conversations about 

patients’ fears and needs, while acknowledging uncertainties. In this article, we consider the 

difficulties in communicating with patients with IPF and their loved ones, and how clinicians 

might communicate with patients more effectively, from breaking the news about the 

diagnosis to providing support throughout the course of the disease. 

 

What are the challenges in communicating with patients with IPF? 

Most people diagnosed with IPF have never heard of IPF and nor have their families or 

friends. Patients have often taken some time to receive their diagnosis, seen a number of 

specialists, and received conflicting information about their likely diagnosis and prognosis 

[11,12]. A diagnosis of IPF may leave patients feeling confused and misunderstood [1-2,4,9]. 

Not all centres are set up to provide adequate information and support [13,14]. Time 

constraints in busy clinics pose challenges to providing adequate patient support. Many 

patients find information on-line that is inaccurate, outdated or misleading [15,16] or would 



 

 

have been better understood if communicated by a clinician than read by the patient alone. 

A significant proportion of patients trying to cope with IPF suffer from anxiety or depression 

[17-19] or other forms of psychological distress. Multiple factors may contribute to this, 

including breathlessness and cough, a loss of ability to perform daily activities, and fears 

around how progression of their disease will affect them and their families. Although 

awareness has increased, clinicians may not be willing to initiate a discussion about mental 

health with their patients.   

The fear of destroying patients’ hopes leaves many physicians reluctant to have 

conversations about life expectancy with their patients [20]. The unpredictable course of 

disease and  risk of acute exacerbations of IPF, which are associated with very high 

mortality, makes discussions about prognosis even more challenging. An online survey of 

287 European pulmonologists found that only 28% rated themselves as comfortable when 

discussing the typical prognosis of IPF with a newly diagnosed patient and only 54% 

typically communicated the typical prognosis to a patient at diagnosis [5]. Only 31% of 

respondents said that they typically provided facts about average life expectancy if a patient 

asked them how long they had left to live. The reasons for this are likely multifactorial and 

reflect the difficulty of putting a number on life expectancy when the course of IPF is 

variable. In clinical practice, clinicians must balance the uncertainties of prognostic estimates 

with the need (and, in some countries, the legal requirement) to provide patients with all 

necessary information.  

 

Could communication skills training help?  

Communication is a skill that must be learnt and practised. The importance of training should 

not be underestimated: research has demonstrated that clinicians’ empathy and 

communication skills, including in breaking bad news, can be improved through well-

designed training programmes [21,22]. Discussions between clinicians and patients requires 

a structured, relationship-centred approach, in which patients not only are given information 



 

 

with compassion and kindness but also have their most important concerns addressed 

[10,23-25]. Patient-reported outcome measures, such as questionnaires assessing 

symptoms and specific impacts of the disease on quality of life, may be useful to identify 

issues that need to be discussed [26] but they need to be implemented appropriately [27]. 

The use of a simple supportive care decision aid tool, completed by the clinician and 

designed to highlight poor prognostic factors, symptoms of concern and changes in 

functional status, has been shown to result in increases in end-of-life discussions with the 

patient and in referrals to palliative care [28]. Tools have also been developed to measure 

patients’ perceptions of empathy during a consultation and so provide clinicians with 

feedback for self-evaluation [29].    

 

What can be learnt from research in patients with cancer?   

IPF has some parallels with life-limiting cancers in the fear that it generates among patients 

and their families, and the communication challenges that it presents to clinicians. Research 

conducted into optimising communication between clinicians and patients with cancer may 

have implications for the care of patients with IPF. The US National Cancer Institute has 

published a model for patient-centred communication in cancer care, which stresses that 

communication is a learnt skill and describes verbal and non-verbal behaviours that 

clinicians can use to build a strong patient–doctor relationship [23]. The American Society of 

Clinical Oncology has published a consensus guideline, developed by a multidisciplinary 

panel, on how to optimise the patient-clinician relationship [30]. Key recommendations focus 

on core communication skills; how best to discuss care and prognosis, treatment options, 

and end-of-life care; how to facilitate family involvement in care; how to manage barriers to 

communication; and the role of training in improving communication skills. A systematic 

review and meta-analysis suggested that communication skills training among clinicians who 

care for patients with cancer improves empathy, encourages use of more open questions, 

and reduces the likelihood that the clinician states facts without tailoring the response to the 



 

 

patient’s emotions or offering support [31]. An evidence-based model known as the “Four 

Habits Model” provides a simple approach to training on fundamental clinician-patient 

communication skills [32,33]. This model focuses on four key habits required by clinicians 

and the skills associated with them, as well as providing techniques and examples (Table 1).  

Communication skills guidelines recognise that breaking bad news is a complex 

communication that is easily affected by emotions (both the patient’s and the clinician’s) and 

for which many clinicians feel unprepared [34]. It is important that clinicians resist the 

temptation to reduce the patient’s immediate distress by downplaying the serious nature of 

the disease, deflecting difficult questions, or rushing through the conversation; rather, the 

patients’ questions and emotions should be addressed with empathy [35]. The SPIKES 

(Setting, Perception, Invitation for information, Knowledge, Empathy, Strategy, and 

Summary) protocol is a skills-based, patient-centred process for breaking bad news [36], 

which has been shown to reflect the perspectives of patients with several life-changing 

diseases, including cancer [37]. Emphasis is given to getting the setting right, understanding 

the patient’s perception of their illness, providing knowledge and support, responding to the 

patient’s emotions with empathy, and providing a strategy for the future (Figure 2). A series 

of videos explaining the SPIKES protocol is available at: 

https://www.pulmonaryfibrosis360.com/resources. In addition to aiding communications 

around diagnosis/prognosis, the SPIKES framework may be used to guide other discussions 

that require an empathetic approach, e,g. those around disease progression [38]. A survey 

of 226 patients in whom the SPIKES protocol had been used during disclosure of a 

malignant neoplasm diagnosis found that while the protocol was applied well, the Perception 

and Invitation steps, which allow the clinician to recognise the patient’s viewpoint and adjust 

their approach, were applied less well than the other steps [39]; this may indicate the areas 

that present the greatest challenges to clinicians and that require most training.  

It should be acknowledged that while the oncology field has prioritized communication and 

advanced care planning, implementation in practice remains sub-optimal [40].  

https://www.pulmonaryfibrosis360.com/resources


 

 

 

What steps can clinicians take to improve communications with patients with IPF?  

Clinicians should plan in advance how they will deliver the necessary information to the 

patient, being aware of the temptation to down-play the seriousness of the situation, while 

also taking care not to convey only the worst case scenario. While some information should 

be given at diagnosis, given the wealth of information that needs to be conveyed and the 

variable evolution of IPF and comorbidities, there may be value in pacing additional 

information as the disease progresses, in line with the preferences of the patient [25,41]. 

Studies in a range of diseases have shown that patients are unable to recall several pieces 

of information provided at the same time and that recall may be worse in patients with a 

poorer prognosis [42-44]. A study based on focus groups with patients with IPF and their 

carers concluded that at the point of diagnosis, the key messages that should be 

communicated are 1) what IPF is, 2) that there is no cure, 3) that IPF is chronic and 

progressive, and 4) that there are effective treatments to slow progression and manage 

symptoms [25]. A follow-up appointment 1-4 weeks later may be a better time to have a 

lengthy discussion about prognosis and treatment options [25]. Important information should 

be repeated at multiple visits and the patient’s understanding confirmed; this not only 

ensures that the patient understands the information provided but may also help to improve 

their recall of it [45].  

Provision of information should be individualised at every stage, taking account of the 

patient’s preferences and priorities. Not all patients want to know everything and patients’ 

consent to receive more information should be solicited. Most patients want to know their 

test results, e.g. spirometry, but these need to be explained in a way that ensures that 

patients can understand them in the context of having a progressive disease; other patients 

find that receiving “too much” information increases their anxiety. Prognostication not only 

plays a role when discussing diagnosis, but also during follow-up when response to therapy 

and events such as exacerbations, increasing frailty, or comorbidities may affect prognosis. 



 

 

The availability of new treatments, participation in research, or treatment of comorbidities 

may provide hope or setbacks for patients. 

Clinicians need to be prepared to manage psychological issues as needed over the course 

of the disease and encourage use of counselling services where these are available. 

Specific events, such as the initiation of supplemental oxygen, may have a particular impact 

on the patient and require specific counselling [46]. Questions about the side-effects of 

medications should be answered in a prompt and practical manner. Palliative/supportive 

care should be provided as needed and not restricted to end-of-life care [47,48].  

The patient’s partner, family member, or carer should not just be viewed as a source of 

support for the patient but as a person who may have questions and worries in their own 

right [2]. During a consultation, it may be valuable to repeat a comment/question back to the 

patient or caregiver, perhaps using different phrasing, to reassure them that you understand 

what they are saying and see them as a partner in shared decision-making. Where there is 

disagreement, or simply a number of options, this should be clearly explained to avoid 

miscommunication. 

Conversations with patients should be ended in a way that does not leave the patient feeling 

“dismissed”. A question such as “Tell me what you are going to tell your loved ones about 

what we discussed today” can be valuable to bring closure to the discussion and provide an 

opportunity to clarify any points that have been missed. Acknowledging that questions that 

the patient thinks of following the consultation can be answered later can be reassuring. 

Following a consultation, clinicians should take time to reflect on how the conversation went 

and what they might wish to change or add next time.  

A summary of actions that physicians can take to improve communication with patients with 

IPF (based on the feedback from focus groups of patients and carers) is given in Table 2 

[25].  

 



 

 

Conclusions  

Patients with IPF see their clinicians as a source of support and information about their 

disease.. The variable course and poor prognosis of IPF should not prevent clinicians from 

having meaningful conversations with patients about their fears and needs, while 

acknowledging uncertainties. Effective, empathetic communication is a skill that clinicians 

can learn and practise. Models, tools and protocols are available that can help clinicians to 

improve their communication skills, including those needed in the breaking of bad news. 

More effective communication, taking into account the individual needs and preferences of 

the patient, can help to lessen the impact that IPF has on the lives of patients and their loved 

ones.  
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Habit Skills Techniques and examples 

Invest in the beginning Create rapport quickly 

 

 

 

•  Introduce yourself to everyone in the room 

•  Make a social comment or ask a non-medical question to put the patient at ease 

•  Convey knowledge of the patient's history by commenting on a prior visit or problem 

•  Consider the patient's cultural background and use appropriate eye contact and body 

language 

 

Elicit the patient's concerns 

 

•  Start with open-ended questions: "I understand that you're here for... Could you tell me 

more about that?" 

 

Plan the visit with the patient •  Repeat concerns back to check understanding 

•  Let the patient know what to expect: "How about if we start with talking about ..., then I'll 

do an exam, and then we'll go over possible tests/ways to treat this. Sound OK?" 



 

 

•  Prioritize when necessary: "Let's make sure we talk about X and Y. It sounds like you 

also want to make sure we cover Z. If we can't get to the other concerns, let's..." 

 

Elicit the patient’s 

perspective 

Ask for the patient's ideas 

 

 

 

•  Assess the patient's point of view: "What concerns you most about this problem?"  

   "What have you done to treat your illness so far?" 

•  Ask about ideas from loved ones or the community 

Elicit specific request •  Determine the patient's goal in seeking care: "How were you hoping I could help?" 

 

Explore the impact on the 

patient's life 

 

•  Check context: "How has the illness affected your daily activities/work/family?" 

Demonstrate empathy Be open to the patient's 

emotions 

 

•  Respond in a culturally appropriate manner to changes in body language or voice tone 

Make an empathetic statement 

 

•  Look for opportunities to use brief empathic comments: ''You seem really worried." 

•  Compliment the patient on their efforts to address the problem 



 

 

 

Convey empathy non-verbally 

 

•  Use a pause, touch, or facial expression 

Invest in the end Deliver diagnostic information 

 

•  Frame the diagnosis in terms of the patient's original concerns 

Provide education 

 

•  Explain the rationale for tests  

Explain treatments and possible side-effects of therapy  

•  Discuss options that are consistent with the patient's lifestyle, cultural values, and beliefs 

•  Provide resources in the patient's preferred language when possible  

   

Involve the patient in making 

decisions 

 

•  Discuss treatment goals 

•  Assess the patient's ability and motivation to carry out the proposed plan 

•  Explore barriers: "What do you think we could do to help overcome any problems you 

might have with the treatment plan?" 

• Test comprehension by asking the patient to repeat instructions 



 

 

• Set limits respectfully: "I can understand how getting that test makes sense to you. From 

my point of view, since the results won't help us treat your condition, I suggest we 

consider this instead." 

  

Complete the visit • Summarize the visit and review next steps 

•  Ask for additional questions  

• Close the visit in a positive way: "It's been nice meeting you."  

 

 



 

 

TABLE 2 Actions that specialist physicians can take to improve communication with patients 

with IPF (proposed by focus groups of patients and carers) [25]. Reproduced with 

permission of © ERS 2021: ERJ Open Res 5: 00055-2019; DOI: 10.1183/23120541.00055-

2019. Published 4 June 2019. 

 

  

• Use plain language and be honest and empathetic 

• Allow adequate time for questions   

• Ensure there is a follow-up appointment (or telephone/e-mail contact) 1–4 weeks 

after diagnosis, when the patient has had time to digest their diagnosis and to 

formulate questions 

• Tailor information to the individual; the needs of each patient will be different and 

will change over time 

• Explain all treatment options to a patient, even those that are not an option for 

them (and explain why) 

• Encourage patients to keep a health diary and to report any changes in their health 

at each appointment 

• Explain the importance of remaining physically active 

• Address any concerns with treatments for IPF or comorbidities 

• Arrange a point of contact for the patient who can be contacted outside of 

scheduled appointments  

• Raise the issue of end-of-life planning with the patient when it is a medical 

imperative or the patient requests information 

• Provide prompt access to a team trained in dealing with end-of-life issues 

 

 

  



 

 

FIGURE 1 Factors that contribute to challenging interactions between physicians and 

patients [adapted from 10]. Reproduced with permission of the © ERS 2021: Breathe Jun 

2017, 13 (2) 129-135; DOI: 10.1183/20734735.006616.  

 

 

  



 

 

FIGURE 2 The six steps of SPIKES for breaking bad news [36]. A series of videos 

explaining the SPIKES protocol in more detail is available at: 

https://www.pulmonaryfibrosis360.com/resources.  
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