


Supplementary material
Section 1: Search terms and selection criteria
Table 1: Block searches and search terms
	Block 1
	Block 2

	Chronic Obstructive Pulmonary Disease
COPD
	Anxiety

	Chronic Obstructive Pulmonary Disease
Pulmonary Emphysema
Chronic bronchitis
Obstructive Lung Diseases

"Chronic obstructive pulmonary disease"
COPD
Emphysema
“Chronic bronchitis”
	Anxiety 
Anxiety Disorders
Performance Anxiety
Social Phobia 

Anxiety
Anxi*
Fear*


Notes: * refers to the use of truncation, broadening the search to include various word endings and spellings 

Table 2: Overall exclusion criteria PROSPERO ID: CRD42021261124
	Exclusion criteria in Covidence

	No full text
Not English/Swedish/Danish/Norwegian
Duplicate
Protocols
Case-study 
Not COPD
Mixed illness populations in same sample
Not anxiety
Wrong study design (e.g., literature review) 



Table 3: Inclusion and exclusion criteria for qualitative studies
	Inclusion criteria
	Exclusion criteria

	- Studies describing COPD-related anxiety
	- Mixed sample in roles
- Populations with other diseases (apart from anxiety) in addition to COPD
- Studies that do not describe patients' perspectives
- Mixed methods



Section 2: Example of thematic analysis

	[bookmark: _GoBack]Reference
	Step 1
Coding text line-by-line

	Step 2
Developing descriptive themes
	Step 3
Generating analytical themes

	Clancy et al 20091
	Participants frequently spoke about the fear they experienced, in relation to the fear of ‘losing their breath’ and their fear of the future. Vincent, a lifetime bachelor with no relatives nearby, talked about his fears of open spaces and situations over which he had no control: I try to get out but as I say I get a taxi. I mean to be honest I go for a couple of pints just to get out. If I try to go shopping first of all there’s the sense of claustrophobia which I never used to have, but also err I get frightened if I get really breathless. I was also getting dizzy spells as well which the doctor said was because of the lack of oxygen. I was worried in case I might collapse or something. I used to like going on the trains but that’s stopped now because of the breathing. Plus if I get heavy breathing, sometimes I can’t control my urine and if there is no toilet, I’m in danger of panicking more and then I wet myself. (p. 81-82)
Gordon described situations where he feared his treatment was not working: ”I would start to panic you know, I felt like I couldn’t get the nebuliser on quick enough and then it wasn’t always effective.” (p. 82)

Observing others with respiratory disease appeared to have some impact on participants’ perception of disease. Bert (participant) described how his fear was associated with his previous experience of watching both his father and his brother struggle and die as a result of COPD: ”A lot of the times when I’m bad I think of my brother. He was really bad. At the finish he never got out of bed, he just sat there and a lot of the times I think about that. He was bedridden for two and half years before he died. I think I’m going to finish up like that; it’s always at the back of my mind.” (p. 82).

	Fear of losing breath

Fear of the future

Fears of open spaces, a feeling of claustrophobia 

Fear of situation that are out of control

Worry about collapsing due to breathlessness


Heavy breathing sometimes led to no control over urine, that leads to panicking more



Fear and panic about treatment not working



Perception of their disease and progression effected by other with COPD

Worry about disease progression

	Initial events

Behavioral maintaining factors

Internal maintaining factors 


	Gilliam et al 20212
	Participants across all groups expressed breathlessness as being a central part of their experience with COPD and described the emotional characteristics of breathlessness. An explicit and repeated theme was fear and embarrassment. One participant said that her experiences with breathlessness resulted in chronic, “[L]ow level of anxiety at all times about running out [of oxygen]. It’s just, horrendous.”. When engaged in physical activity, participants said they feared exerting themselves and becoming incapacitated by breathlessness without access to help. 
Participants also noted their embarrassment about becoming breathless during typical physical activities, for example, walking with friends. Others expressed similar views of abstaining from exercise around others due to embarrassment. 
Others noted their increasing isolation from others. One participant said, “People with COPD [like me] kind of separate themselves from other people”.
Fear and embarrassment impeded participants’ willingness to exert themselves. Participants were reluctant to explain their breathlessness or ask for help from others. A few said they felt guilty or ashamed of COPD, interpreting it as a consequence of smoking. Their fear and embarrassment seemed to result in hyper-vigilance regarding their breathing, avoidance of exertion, and increased isolation from others. The sensation of breathlessness was embedded in multiple layers of meaning, significantly influencing their behaviors around both daily activity, social interaction, and exercise. (p. 3)
	Breathlessness as being a central part of their experience with COPD

Fear and embarrassment

Breathlessness led to chronic low level of anxiety of running out of oxygen

Fear of physical activity and fear of becoming incapacitated by breathlessness without access to help

Embarrassed about becoming breathless among friends 

Increasing isolation from others

Fear and embarrassment as barrier to physical activity

Reluctant to ask for help from others

Guilty or ashamed of COPD, interpreting it because of smoking

Fear and embarrassment result in hyper-vigilance regarding breathing, avoidance of exertion, and increased isolation from others

Breathlessness influencing behaviours around daily activity, social interaction, and exercise
	Internal maintaining factors

External maintaining factors


Notes: Citations from included studies in Italics
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