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A. Overview of the PPEPP program (chaired by psychologist) 

Meeting 1  

 Introduction round and assessing patients’ and partners’ wishes and expectations of the program 

 “What is idiopathic pulmonary fibrosis” by pulmonologist 

 “Dealing with IPF – coping strategies” by psychologist 

 “Physiotherapy and training” by physiotherapist 

Meeting 2  

 “Dealing with IPF” by psychologist  

 “Dealing with IPF” patients (led by psychologist) and partners (led by social worker) separated 

  “Support by specialized ILD nurse and oxygen possibilities” by specialized ILD nurse 

 Information market on oxygen devices, by oxygen supplier 

 “Breathing, cough and limitations” by physiotherapist  

Meeting 3 

 “Caring about, for and with each other” by psychologist 

 “Practical problems at home” by social worker 

 “Latest research developments and patient support groups” by pulmonologist 

 Evaluation of the program and round-up 

 

B. Content of PPEPP program and contribution of each discipline  

Psychologist 

The psychological content of the programme consists of three parts. In the first part, the psychologist 

explains theories concerning stress and coping. For stress, four domains are described and discussed 

with the participants; bodily, cognitive, emotional, and behavioural manifestations of stress. Coping 

is described in terms of emotion-focussed coping and problem-focussed coping. Stress and coping 

are discussed with the stress-coping model of Lazarus and Folkman in mind [1]. Another important 

topic is the different ways of setting goals, for this discussion the model of Problem Solving Therapy 

forms the basis [2]. In this model, ample attention is paid to the definition of the problem at hand, 

because a change in problem formulation (e.g. from ‘I am too tired to do things’ to ‘I can no longer 

have long evenings with my friends because of my lack of energy) will lead to a change in goals (e.g. 

from ‘getting more energy’ to ‘finding different ways to see my friends’). Patients are encouraged to 

formulate their problems more specifically, so that the goals they set are more specific and more 

attainable.  

The second part of the programme concerns the quality of the partner relation. For this part of the 

program patients and partners are separated, so that they can discuss more freely changes they 

experience in the partner-relationship. Subjects that are discussed concern for instance feelings of 

dependency versus independence, changes in reciprocity of the relationship and discussing complex 

emotions. After patients and partners have discussed separately, the subjects of the discussions are 

shared with the group in total, while the content of the separate discussions is not revealed. In this 

way, the confidentiality of the discussion remains intact, while both patients and partners know what 

subjects were discussed.  



The last part of the psychological intervention consists of a discussion of questions that arise within 

the groups. Important concerns were; the uncertainty regarding the future, dealing with diminished 

levels of energy and dealing with ignorance from bystanders regarding the nature of the disease.  

 

Physiotherapist 

The physiotherapist's contribution to the programme consists of two presentations. The first 

presentation is about physiotherapy and training. During this presentation, the physiotherapist 

explains the importance of exercise for patients with IPF. Exercise is necessary to maintain muscle 

strength and exercise capacity [3, 4]. The level of exercise can be adjusted according to the severity 

of patient’s disease, patient’s oxygen need, and should be adapted when disease progresses [5]. 

Patients also get information on dyspnoea and desaturation, and the uses of pulse oximetry and Borg 

dyspnoea scales. Moreover, they receive tips and tricks on how to decrease their breathlessness by 

adapting their exercise and using tools. The physiotherapist also emphasizes, especially for partners, 

that dyspnoea is a subjective measure and that not all IPF patients experience the same severity of 

breathlessness. 

The second presentation is about breathing techniques, cough and limitations. Breathing techniques 

are often used in other lung diseases, such as COPD, and can help patients with lung fibrosis to 

control their breathing [5]. Besides breathing difficulties, many patients with IPF experience a 

burdensome cough. Different types of cough are discussed and tips are shared as for instance on 

how to better cough up sputum or how to try to avoid the urge to cough sensation in the more dry 

type of cough, and how to deal with the dyspnoea caused by cough. Progressive lung function 

impairment and limitations in training abilities are discussed as well as the fact that oxygen therapy 

can be helpful for some patients to maintain their exercise capacity [4, 5]. It is important that 

patients inform their physiotherapist on IPF as many physiotherapists are not familiar with the 

disease. All participants received an information folder on how to exercise and to control your 

breathing, and contact information of the physiotherapist. 

 

Social worker 

The social worker's contribution to the programme consists of a presentation explaining how they 

can provide practical and material support for patients. Questions regarding regulations and patient 

rights according to the national policy on disease are discussed. The social worker explains what 

patients can expect when they are not able to work, and called in sick or get disqualified for work. 

The impact of the patient’s medical situation on their partner and nearest and dearest is discussed, 

when patients and partners are separated. Together with the psychologist subjects of the discussions 

are shared with the group in total, while the content of the separate discussions is not revealed to 

maintain confidentiality.  

 

Specialized ILD nurse / Oxygen supplier 

The specialized ILD nurse is involved with the PPEPP program from the start and plays a vital role in 

the logistical part. The good relationship with the patients and their partners in the outpatient clinic 

enables her to contact patients for participation. She also organizes, together with the researcher, 

the room and catering, sends invitations and is a contact person for the participants. 

Moreover, the specialized ILD nurse gives a presentation on supplemental oxygen, and discusses the 

potential advantages and disadvantages with the group. One of the subjects discussed is the impact 



the use of supplemental oxygen may have on daily life by making the disease more visible and 

limiting freedom of being away from home [6]. The need for supplemental oxygen is also a sign of 

disease progression [7], which can be frightening for patients. But also the benefits of oxygen use, for 

example during exercise and activities, are explained [5, 8]. Participants receive general information 

about supplemental oxygen; when to start with oxygen, what kind of devices exist, and what are the 

advantages and disadvantages of these devices. The specialized ILD nurse invites an oxygen supplier 

to show the different oxygen devices during the 'oxygen information market'. Participants get the 

opportunity to explore the use of different oxygen devices. 

 

Pulmonologist 

The pulmonologist also recruits patients for the PPEPP program and is available to answer disease-

related questions. During the first meeting, the pulmonologist explains about IPF in an interactive 

way. Aetiology, risk factors, symptoms, diagnosis, heterogeneity in disease and prognosis are 

discussed with the group [9]. The pulmonologist also discusses the current available anti-fibrotic 

treatments and supportive options as symptom relieve, quitting smoking, oxygen therapy, 

physiotherapy and psychological support. 

In the third meeting and update of the latest research developments is given. Furthermore, the 

concept of support groups lead by patients is explained. Experiences of support groups are discussed 

[10]. Together with the psychologist, an evaluation round is done and a summary of the meetings 

and experiences is given. The meeting is concluded with drinks with the whole group. 
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