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‘Take home message’ 

Improvements in information for those living with bronchiectasis should use patient-

driven co-development processes. 
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Bronchiectasis presents a significant burden of disease for patients, their families and 

healthcare services, with recurrent hospital admissions and poorer health-related 

quality of life; in addition to higher rates of fatigue, depression and cardiovascular 

disease [1-3]. The increasing prevalence and burden of bronchiectasis is recognised 

worldwide [3-6]. Patient education is a fundamental part of long-term management 

planning, as highlighted in the new ERS guidelines, yet there is a lack of information 

available to patients in comparison to other chronic respiratory conditions.  

Lack of information has been identified as a potential barrier to treatment adherence 

and self-management in bronchiectasis [7, 8]. It has also been described in other 

chronic conditions that information must be presented and used in specific ways in 

order to produce change [9, 10]. Involving patients and their families in the 

development process and understanding their information seeking and use can help 

to ensure that requirements are met [11, 12]. The co-development of a high-quality, 

credible and engaging patient-driven resource for bronchiectasis could empower 

patients to recognise symptoms of exacerbations early, and equip them with the 

understanding, knowledge and skills required to self-manage effectively. Such 

improvements in patient understanding and self-management could facilitate 

improvements in disease stability and consequent reductions in healthcare service 

use.  

We conducted a qualitative investigation of patients' needs and developed a patient-

driven resource based upon these findings. Ethical approval: NRES Committee South 

Central - Berkshire B (REC reference number 12/SC/0585), UKCRN portfolio (UKCRN 

ID 115842).  

Adult participants with bronchiectasis were recruited from across two sites in the North 

East of England, incorporating one specialist bronchiectasis clinic and multiple general 

respiratory clinics. Purposeful sampling was used to achieve a maximum variation 



sample. Participants took part in a single, semi-structured interview to explore their 

unmet information needs and experiences of information use. Interviews were with 

either the patient alone (n=8), or joint with a partner or family member (n=9). Interview 

data was analysed using thematic analysis [13, 14], and identified four interlinking 

themes (to be reported in full elsewhere):-  

‘Living your life with bronchiectasis’: the experiences of patients living with 

bronchiectasis and their families. Key points identified included the physical, 

psychological and social impacts of the condition, the nature of the disruption that a 

diagnosis of bronchiectasis presents and the uncertainties surrounding the future and 

prognosis.   

‘Developing support and coping mechanisms’: ways in which patients and their families 

adapt to the disruptions that bronchiectasis imposes. Descriptions include tools used 

to enable them to cope with having the condition and their support mechanisms, 

including medical teams, families and other patients with shared experiences.   

‘Taking back control and forming active partnerships with the medical team’: further 

along the patient journey, patients began to take back some control and became able 

to recognise changes in their condition through experience. They still needed 

reassurance and advice from their medical team, but became active partners in their 

disease management.  

‘Connecting with information’: participants’ approaches and barriers to information 

seeking, use and interaction. This incorporated how, when and why users seek 

information, what formats and content were priorities and what would encourage 

engagement. Participants particularly highlighted the need for trustworthy, novel 

resources that were presented in keeping with their needs, including patients’ 

perspectives.   



A series of three co-development workshops were held with patients (n=11) and family 

members (n=4) (including both interviewed and additional participants) to facilitate 

translation of interview findings into a novel patient information resource. Workshops 

explored participant agreement or disagreement with the emergent themes and ideas 

and concepts for resource design and content. A prototype was developed, then 

reviewed and altered. Experts in the management of bronchiectasis, independent 

reviewers and a media design company were involved throughout the co-development 

process to ensure the development, of a high quality, accurate, professional and 

trustworthy resource.  

A website containing both text and video content, www.bronchiectasis.me, and a 15 

page A5 sized booklet were agreed to be the optimum formats. Features enabling 

users to ascertain credibility of the resources were identified and included having 

visible links with recognised health service providers and links with an academic 

institution. Preferred ways to group sections of information to facilitate ease of 

navigation were determined. The final version of the homepage was deemed to portray 

the required positive message that, generally, bronchiectasis is a condition that people 

can continue to live their lives with. Content was designed in keeping with interview 

findings and videos were filmed with professionals, patients and family members.    

The resource was evaluated in a feasibility study (the BRIEF study, ISRCTN84229105, 

publication of results pending), identifying that participants found the resource useful 

(93% of users). In addition, using a structured questionnaire, we detected a potential 

improvement in perceived understanding of bronchiectasis, its treatments and where 

to find more information amongst the intervention group. The BRIEF study also 

provided qualitative data which enabled confirmation of the effective use of the 

interview findings and co-development process, and facilitated further refinements to 

the resources. The use of web analytics identified that webpages viewed most 

http://www.bronchiectasis.me/


frequently were in keeping with those identified within the interviews and co-

development process to be most important to patients (diet and lifestyle advice, 

symptoms, diagnosis and families and carers). Participants highlighted the usefulness 

of the video clips within the website, particularly those depicting other patients’ stories.  

A limitation of this resource development process was the single centre study design. 

The use of purposeful sampling within the recruitment process for the underpinning 

qualitative phase of this work went some way to mitigate this. There has been high 

worldwide demand for access to the site with over 60,000 page views both from study 

participants and users out with the feasibility study since June 2014. This confirms that 

that patients are seeking to access trustworthy bronchiectasis information resources. 

Understanding how patients engage with information in the context of their experiences 

of living with bronchiectasis is fundamental when managing bronchiectasis with 

patients as partners. The use of qualitative methods within this study has facilitated a 

richer understanding of such experiences, including the nature of the biographical 

disruption that a diagnosis of bronchiectasis presents, and the ways in which people 

manage this. In addition to gaining an understanding of patients’ needs and developing 

information to meet those needs, prior literature supports the use of development 

processes that involve and are centred on potential users [12, 15]. By having a user-

driven development process, built upon a careful and analytical assessment of 

experiences, preferences and needs, a novel resource that was credible, met patients’ 

requirements and encouraged engagement was produced. 

This is the first reporting of a bronchiectasis information resource based upon in-depth 

qualitative exploration and understanding of the needs and experiences of patients and 

their families. The website www.bronchiectasis.me is now an open access resource 

undergoing further interactive developments, and the accompanying booklet ‘Living 

your life with bronchiectasis’ has been used during development of the latest British 

http://www.bronchiectasis.me/


Lung Foundation bronchiectasis patient information. This is the first step in using such 

a resource to allow equity of information access and dissemination of good practice 

outside of specialist service settings, in order to positively influence patients’ 

understanding, ability to self-manage and healthcare service use. The approach used 

herein could be applied to other disease areas. To optimise engagement with, and the 

impact of, novel bronchiectasis information resources, patient-driven co-development 

processes should be used. The use of multiple formats, including video clips is 

important in an era of more digitally engaged patient populations.  
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