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 “I think most people feel like healthcare professionals tell them to take their treatments and judge them for not taking them”: Reflexive thematic analysis of the views of adults with cystic fibrosis on how treatment adherence is discussed in healthcare.

Abstract

Objective
Previous research exploring patient-practitioner communication in relation to adherence in cystic fibrosis (CF) is limited. This UK study explored the views of adults with CF on how treatment adherence (related to all CF treatments) is discussed in routine CF care.

Methods
12 White British adults (ten females; aged 20-37 years; mean 30.1 years) with CF participated in semi-structured interviews. 

Results
Three overarching themes were developed through reflexive thematic analysis: 1) ‘The power of language’; 2) ‘Health professionals do not recognise the importance of context’; and 3) ‘‘Admitting’ non-adherence is difficult’.

The way in which adherence is discussed in adult CF care is viewed as paternalistic and infantilising. Participants reported that healthcare professionals do not always consider the desire to balance treatment-taking with living a normal life. Unwelcome responses from healthcare professionals, and the inability to accurately self-report the amount of treatment taken made it difficult to ‘admit’ non-adherence.

Conclusions
A culture change is needed in CF care such that people who struggle to take their treatments are not labelled as disobedient, wilfully disobeying orders from healthcare professionals in positions of authority. Instead, an open, honest, non-judgemental approach, as recommended by healthcare agencies for over a decade, should be adopted.
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Background

Cystic fibrosis (CF) is a chronic, genetic condition usually diagnosed shortly after birth through newborn screening (UK CF Registry, 2022). There are over 10,900 people living with CF in the UK (UK CF Registry, 2022), over 32,000 people in the US (CF Foundation Patient Registry, 2022), and around 90,000 people worldwide (Bell et al., 2020). The median predicted survival age of someone born with CF between 2017-2021 is 53.5 years in the UK (UK CF Registry, 2022), and 53.1 years in the US (CF Foundation Patient Registry, 2022). 

People with CF are prone to recurrent chest infections (pulmonary exacerbations) due to the build-up of thick, sticky mucus in their lungs and digestive systems (UK CF Registry, 2022). Although advances in medicine mean that many of the symptoms of CF can be managed effectively, in practice this means that a complex daily regimen of preventative or maintenance treatments is required (Sawicki et al., 2009). These may comprise inhaled (or nebulised) therapies; pancreatic enzymes; vitamin supplements; and daily chest physiotherapy (CF Trust, 2011). In recent years, precision medicines, also known as CF transmembrane regulator (CFTR) modulator treatments, which target the underlying dysfunction of the CFTR protein, have become available and are now suitable for around 90% of people with CF (Burgener & Moss, 2018). These treatments (e.g., elexacaftor-tezacaftor-ivacaftor) appear to have changed the landscape for many people with CF, with rapid and transformative improvements in health observed in clinical trials (Heijerman et al., 2019; Middleton et al., 2019).

Various terms are used to describe patient treatment-taking behaviour. ‘Compliance’, for example, is ‘the extent to which the patient’s behaviour matches the prescriber’s recommendations’ (Haynes et al., 1979). In contrast, 'adherence' refers to ‘the extent to which the patient’s behaviour matches agreed recommendations from the prescriber’ (Horne et al., 2005, p. 4). This term is considered to be more patient-centred and therefore preferable to ‘compliance’ because the recommendations are agreed between rather than given to the patient by the healthcare professional. The term 'concordance' is more recent and places greater emphasis on negotiation and agreement between patients and clinicians after a shared discussion but is less widely used in practice (Horne et al., 2005). Finally, although ‘medication-taking’ has been suggested more recently as an appropriate term to use with patients (Dickinson et al., 2017), ‘adherence’ is widely used in the literature and has been proposed as the “term of choice” (Horne et al., 2005, p. 13), so this is the term we use throughout this paper.

Low adherence to treatment is a global health problem linked with poorer health outcomes and increased healthcare costs (World Health Organisation; WHO, 2003). Consistent with adherence rates across a range of long-term conditions (WHO, 2003), people with CF often struggle to take their preventative treatments. For adults with CF, objective treatment adherence estimates range from 31-36% for inhaled therapies (Daniels et al., 2011; Hoo et al., 2021), 43% for pancreatic enzymes, and 34% for vitamins (Modi et al., 2006). Even with the recent introduction of highly effective modulator treatments (oral tablets) in CF, early evidence suggests that adherence may be suboptimal (e.g., 61-85%; Mitchell et al., 2021; Siracusa et al., 2015). 

One outcome of low adherence is an increased need for ‘rescue’ treatment in the form of 10-14 day courses of intravenous (IV) antibiotics (Eakin et al., 2011). This causes significant disruption for the person with CF and their family and has a detrimental impact on patient quality of life (Britto et al., 2002). In addition to the costs for individuals, low adherence has widespread implications for healthcare services, with higher adherence to CF treatments associated with improved outcomes including reduced hospital admissions (e.g., Quittner et al., 2014) and length of inpatient stays (Nasr et al., 2013).

The influence of patient-practitioner communication on adherence is well documented in the research literature, with enhanced clinician communication highly correlated with greater patient adherence (e.g., Haskard-Zolnierek & DiMatteo, 2009). Not surprisingly, being able to communicate openly with clinicians about the barriers to adherence, obtaining key information, feeling supported and involved in care decisions may be an important facilitator of adherence (Haskard-Zolnierek & DiMatteo, 2009). Indeed, the UK National Institute for Health and Care Excellence (NICE; 2009) recommends that healthcare professionals use a non-judgemental approach when discussing adherence with patients to promote open and honest conversations.

Language is an important aspect of patient-practitioner communication and can have a profound, lasting impact on patients living with a chronic condition (Cooper & Swindell, 2021; Cox & Fritz, 2022). Language has the power to have a motivating or negative impact (Cooper & Swindell, 2021). It can influence patient health preferences, expectations, perceptions, and outcomes (e.g., Dickinson et al., 2017; Nickel et al., 2017). In the diabetes field, which is similar to CF in that it is a chronic condition that requires a high level of daily self-management, there has been call for a “language movement” (Dickinson et al., 2017; p. 1790). This involves moving away from language with potentially negative connotations (e.g., ‘poorly controlled diabetes’; ‘non-compliant patient’) and, instead, using neutral, non-judgemental language that is respectful, free from stigma, and fosters collaboration between patients and healthcare professionals (Dickinson et al., 2017).

Healthcare professionals working in the CF field need to understand the amount of treatment that patients are taking in order to inform clinical decision-making (Wildman & Hoo, 2014). However, with the exception of data-logging nebulisers (e.g., PARI eFlow® rapid nebuliser system with an eTrack Controller® (PARI Pharma GmbH, Starnberg, Germany); Philips I-neb Adaptive Aerosol Delivery (AAD) System (Philips Respironics, Chichester, UK)), which record time- and date-stamped usage data, few objective measures of adherence are available for use in routine CF care. Instead, an assessment of adherence typically relies on patient self-report. Self-report is subject to a range of biases (Osterberg & Blaschke, 2005), and evidence has highlighted the discrepancy between self-reported and objectively measured adherence in people with CF (e.g., Daniels et al., 2011; Modi et al., 2006).

The discrepancy may at least in part be related to communication issues. Indeed, as we noted above, developing a caring, trusting, and mutually respectful relationship in which patients feel comfortable talking openly about their adherence is an important facilitator of adherence. Unfortunately, a qualitative study conducted by Arden et al. (2019) highlighted that people with CF with low adherence to inhaled therapies reported conflict with health professionals. Whether conflict had arisen because of low adherence, or whether conflict with health professionals resulted in a lack of trust which resulted in lower adherence would need to be investigated in a further, quantitative study. Nevertheless, if conflict is a possible contributory factor or outcome linked to low adherence, then people with CF may not feel able to talk openly with healthcare professionals, and so non-adherence remains “invisible” (e.g., Wildman & Hoo, 2014, p. 16).

To our knowledge, although the importance of good communication has been highlighted in relation to adherence in CF (e.g., Arden et al., 2019; Lask, 1994; Sawicki et al., 2015), no study has specifically explored the role of patient-practitioner communication on treatment adherence from the perspective of those with CF. The aim of this study is therefore to explore the views of adults with CF on how the subject of treatment-taking, or adherence, is discussed in routine CF care. This is pertinent since "improving and sustaining adherence to treatment" was identified as a James Lind Alliance top ten CF research priority (e.g., Calthorpe et al., 2020). The scope of our study was intentionally broad to focus on all aspects of CF care and was not limited to focus on specific treatments or interactions that typically take place in routine CF care (e.g., outpatient clinic appointments or interactions with certain roles of the MDT). A qualitative approach was used to gain rich and detailed insights into the views of people with CF. Understanding these views has the potential to influence CF care and the development of interventions to support treatment-taking in people with CF.

Methods

Participants and recruitment

12 White British adults with CF (10 females) aged between 20-37 years (mean 30.1 years) participated in the study (Table 1; Appendix 1). One participant (Sally) was post-lung transplant. Ethical approval (SU_20_018) was obtained from the first author’s second institution.

An opportunistic sampling strategy was used, with participants recruited through Twitter due to the pausing of new or ongoing non-COVID-related research studies in the NHS during the COVID-19 pandemic. The first author advertised the study on Twitter, with relevant organisations (e.g., national CF charity and NHS CF centres) tagged to aid recruitment. Participants who met the study eligibility criteria (i.e., adults with CF, aged 18 years or over, who self-reported attending a specialist CF centre in the UK) were invited to contact the researcher for further information by email or private message on Twitter. The researchers followed Braun and Clarke’s (2019a) guidelines for sample size recommendations and aimed to recruit between 10-20 participants for a medium-sized study.

Interviews

A semi-structured interview schedule was developed (Appendix 2), to provide structure whilst allowing the flexibility for participants to discuss issues that were important to them and that had not been anticipated in advance. The schedule covered three topic areas (language; patient-practitioner interactions; written communication) and was informed by existing literature (e.g., Sawyer & Aroni, 2003; Tilson, 2004), blogs (e.g., Cooper & Swindell, 2022; Corkhill, 2018; Hoffman, 2015; Thomas, 2012), social media, and discussions that the first author had had with people with CF in her clinical role. During the interviews, the researcher asked all the questions in the schedule as well as some unplanned, spontaneous follow-up questions (e.g., “Can you tell me more about that?”). Since the management of CF involves medication along with other treatments (e.g., physiotherapy), the term ‘treatment-taking’ was used throughout the interviews to encompass all CF treatments. All participants provided written informed consent which they emailed to the researcher before the interview. Verbal consent was also obtained at the start of the interview, and participants were asked to provide some basic demographic details (e.g., sex, age, ethnicity).

Interviews were conducted by the first author, a 30-year-old female who was conducting this research as part of a Professional Doctorate in Health Psychology. She also works in an adult CF centre and has experience supporting people with CF with their adherence. The first author kept a reflective diary throughout data collection and analysis, which allowed her to consider how her prior knowledge of CF may influence interview prompts and to be conscious to allow the participant to direct more of the interview. Interviews were audio-recorded and transcribed verbatim, using pseudonyms to protect the anonymity of participants. Interviews lasted 73 minutes on average (range 39-109 minutes). Data collection took place in November 2020. The decision to stop data collection was a situated, interpretative judgement made by the researchers (Braun & Clarke, 2021), influenced by the richness of the dataset and how that linked with the aims of the study (Braun & Clarke, 2022). All participants who expressed an interest in taking part were interviewed. Participants were invited to enter a prize draw to win a £25 online voucher. Due to the COVID-19 pandemic, all interviews were conducted by video-call (which had the advantage of facilitating participation across a wide geographical area in England).

Analysis

Transcribed interviews were analysed using inductive reflexive thematic analysis, using the guidelines recommended by Braun and Clarke (2019b), so that the analysis was driven by the data as opposed to a predetermined theory or framework. This was conducted in relation to a critical realist epistemological standpoint, which assumes that how we experience reality is shaped by culture, language and political interests (Maxwell, 2012). After reading and re-reading each interview transcript to familiarise herself with the data, the first author (SD) noted down items of potential interest. Following this, each transcript was inductively coded by SD using NVivoTM (QSR International) software to identify aspects of the data relevant to the research question across the entire dataset. In reflexive thematic analysis, coding is a ‘process of exploring the diversity and patterning of meaning from the dataset’ (Braun & Clarke, 2022, p. 53). A code can be an analytically interesting idea, a concept or meaning associated with segments of the data. Similar codes were then combined on NVivo to create potential patterns, or ‘themes’, which were then reviewed and revised to ensure the themes fit well with the coded data and that each theme had sufficient supporting data. If this was not the case, themes were either omitted or collapsed to form a sub-theme of another theme. Themes were then renamed and defined to ensure that they described the data. SD conducted the initial analysis. Braun and Clarke (2022) recognise that asking questions of the data and yourself as a researcher is an important part of the analytical process. With that in mind, three transcripts were read and fully analysed independently by an experienced qualitative researcher (KR). Whilst the analysis conducted by KR generated similar themes, the process of discussing the differing interpretations allowed the first author to: reflect on her own analysis; ensure that the themes generated reflected the data; and clarify assumptions she might have been making as a function of her experience in the CF field.

Results

Three overarching themes were developed through reflexive thematic analysis: 1) The power of language; 2) Healthcare professionals do not recognise the importance of context; and 3) ‘Admitting’ non-adherence is difficult. Themes will be summarised below, with illustrative quotations, accompanied by the participant’s pseudonym in parentheses.

Theme 1: The power of language

This theme focuses on participants’ views of the terms ‘compliance, ‘adherence’ and ‘concordance’, and the impact of the language health professionals use in relation to treatment-taking. It was common for participants to view this language as paternalistic and infantilising.

Participants had not heard the term ‘concordance’ used in relation to treatment-taking and were uncertain about its meaning, e.g., “I ain’t got a scooby [clue] what it means” (Sally). However, most participants were familiar with the terms ‘compliance’ and ‘adherence’, and many had heard them used by healthcare professionals. The terms were “technical” (Steph), “medical” (Sarah), “scary, clinical” (Nicola) terms. These words emphasised the power imbalance between the patient and healthcare professional. For example, at times of disagreement, healthcare professionals would sometimes default back to using technical terms and more directive language, reflective of the notion of ‘compliance’:

“They tend to get almost exasperated when I'm sort of saying, ‘I'm actually really struggling to take these [treatments]… even though they're only a mouthful… and they tend to get quite exasperated and then terms come out like, you know, ‘you need to be more compliant’ and things like that” (Alice).

In contrast, when healthcare professionals used more ‘every day’, lay language to discuss treatment-taking, participants felt more connected and recognised that the healthcare professionals were making an effort to communicate clearly. For example, Nicola said:

“I feel like they always kind of meet people on their level, or at least my CF team is very good at that and will talk in like very much like layman's terms and are very good communicators. And they will just say simply like ‘how was taking this treatment or this medication?’” (Nicola).

‘Compliance’ was viewed as a paternalistic term (Charlotte: “Doctor says, patient does”), in which the person with CF was perceived to have limited agency and a passive role in their CF care. It was associated with authority, and a lack of freedom or control, which created a perceived power imbalance between patients and healthcare professionals:

“‘Compliant’ is like you're being told to do something, it's like almost like a bit of a battle or a struggle to see if you can like squeeze someone into compliance” (Nicola).

Patients who did not ‘comply’ felt as though they were infantilised and perceived as being disobedient, wilfully ignoring orders from someone in a position of authority, e.g., “it’s possibly got a bit more of like a connotation of like, you know, being at school or following the rules, and that it’s sort of quite naughty to not take [treatments]” (Richard). The term therefore elicited a negative emotional reaction: “The idea of being compliant sort of rubs me up the wrong way um because I just like to feel like I've got my own autonomy” (Nicola).

‘Adherence’ was viewed as having a similar meaning to ‘compliance’, although ‘adherence’ was considered slightly less paternalistic, less “instructional” (Rosie), and more flexible, e.g., “[‘Adherence’] seems slightly less um stigmatising than ‘compliance’, but neither are nice… I think compliance is the worst, but adherence isn't much better” (Charlotte). ‘Adherence’ was generally associated with patients having more of an active role in treatment-taking; it suggested that there had been some agreement between the patient and healthcare professional in terms of the treatment regimen, e.g., “I think [‘adherence’] feels a lot more relaxed, a lot more kind of free and open to collaboration from myself” (Sarah).

Participants highlighted other terms that they found similarly problematic (e.g., when treatment-taking was discussed in written communication) because they emphasised the power differential between the patient and healthcare professional:

“‘Disclose’… you ‘disclose’ something you're ashamed of, and I don't think you should be ashamed of your treatment regimen. And ‘reported’ is… that is quite a submissive term, so I ‘report’ things to my manager or whatever, it’s not an equal playing field” (Charlotte).

This language impacted on how participants felt and spoke about their levels of adherence, with many using phrases usually associated with criminal activity. For example: Charlotte: “I admitted to my consultant a while ago that I wasn't taking my vitamins”; Sally: “I'd have to come clean”). One participant (Charlotte) described a time when she had “confessed to [her] sins” during a clinic appointment and had subsequently been referred to psychology for ‘non-compliance’. She remembered this as being undermining, disappointing, and feeling like a punishment: “It was a crap situation, [. . .] it doesn't seem like a massive endorsement of your character to be referred back to psychology” (Charlotte).

Theme 2: Healthcare professionals do not recognise the importance of context

Participants believed that healthcare professionals often failed to recognise the importance of context when treatment-taking was discussed. For example, healthcare professionals were viewed as failing to work collaboratively with, or to consider the demands made of the patient by other members of the CF multidisciplinary team (MDT). The overwhelming feeling that can result is summed up by Jenny:

“The problem is you've got all these different specialists and they all want to try and help and so you have in one clinic, you can have the physio come in, talk about ‘how much are you doing? Are you doing everything you're supposed to do?... How many times a day are you doing physio? How long do you spend doing it?... Then you have the dietitian come in and the dietitian says, ‘How are you managing to eat and how is your digestion, and are you having your insulin? Maybe if you have your insulin an hour earlier, maybe if you have two units, maybe we'll try this and will try that’… And then you have the pharmacist come in and then you have someone else come in… And it's just, it's a constant, you know, each of them have their little targets… But what they don't realise is that you've got five people doing exactly [the same]” (Jenny).

There was also a sense that healthcare professionals told patients what to do or ‘talked at’ rather than ‘with’ participants. The consensus was that healthcare professionals failed to see the ‘bigger picture’ and understand that “life is not just about treatments, that there has to be a balance to have a normal life as well” (Alice). Healthcare professionals were often perceived as being too busy to take the time to get to know the patient. When healthcare professionals did not truly listen to the patient or made assumptions without considering patient life context, it was disheartening for patients, who were unable to implement what were for them, inappropriate suggestions. As a result, when such suggestions were made, participants suggested it was easier to just go along with them, even though they had no intention of trying them, for fear of being viewed as a ‘bad patient’. Jenny summed this tension up: 

“you end up going down a road that you don't wanna go down where it's… it's then suddenly something that they want to help you fix [. . .]. Your entire life is a constant, ‘well, maybe if you tried doing this, maybe if you tried doing that...’ And none of those things ever really work so all you end up doing is just saying, ‘yes, OK’” (Jenny).

In contrast, on the occasions when patient life context was considered, participants spoke positively about working in partnership with healthcare professionals who wanted to work with them, collaboratively, to see how treatment-taking could be balanced with their other priorities. This helped participants to feel like they had a more active role in treatment-taking. Sarah remembered:

“When I had my first year at uni, my doctors were helping me brainstorm ways that I could do my overnight feeds and to get the calories in whilst also being able to go out with friends in the evening and go to 9am lectures and it was that kind of thing that really helped me to have a bit more of a positive relationship with the treatment, but also make me more likely to do it because it felt like, you know, we had come to an agreement that everybody was happy with, that also let me do what I wanted to do” (Sarah). 

However, such truly collaborative interactions were rarely mentioned by participants. Instead, healthcare professionals were perceived as wanting to reduce treatment-taking to a number, which did not take into account the variability and complexity of adherence. Richard found this reductive approach perplexing and confusing:

“They sort of want to have it like a score... It’s odd… they talk about compliance and then want like an exact figure on it, whereas maybe it’s not quite so, you know, scientific as that” (Richard).

This reductive approach also served to reinforce a belief that healthcare professionals sometimes only focused on the amount of treatment they were taking and did not understand or acknowledge context and the complex range of factors that influence adherence. This was disempowering and upsetting for participants. Charlotte recalls:

“When I got re-referred to psychology a few years ago, and it was like oh ‘a referral for non-compliance’. Ouch. Just really like, um, really dismissive and as I keep banging on about, no context. No, you know, ‘this is what's happening at work’, or ‘this is what's happening at home’, or like, ‘we've just increased her treatment regimen by four hours’… No, just ‘re-referral for non-compliance’… you just feel very small in that, like you're not really in there” (Charlotte). 

Theme 3: ‘Admitting’ non-adherence is difficult

It was evident that being a ‘compliant patient’ was important to participants’ self-identity: “I don't want [them] to have a perception of me as being non-compliant” (Charlotte). Indeed, participants were aware of normative expectations to take treatments: “you grow up knowing that you're supposed to do all these things, and if you don't do them, then you're, then it's naughty or it's bad” (Jenny).

Participants also understood the importance of being honest: 

“I think what the doctors probably want is for you to be honest… so if I come to clinic and I've got a flare up, it's probably more helpful for the doctor to know that I have missed my antibiotics all last week, whereas if I haven't, if I've been taking my antibiotics and I still got a flare up, then I probably need IVs” (Charlotte).
 
Participants said they were more inclined to be honest with healthcare professionals if they felt they could have an open conversation, free from judgement, with healthcare professionals who were personable, collaborative, and treated them as an equal partner:

“There are a couple of inhalers that I always seem to forget in the mornings… I said this to my physio, and she's great, like she's someone who's super open and chatty and so I felt like I could really talk to her about it and it's very much her personality that made me feel OK with bringing it up” (Nicola). 

However, few such positive experiences were reported by participants. Instead, participants said that healthcare professionals often responded to adherence difficulties by assuming participants were ill-informed and launching into a lecture highlighting the importance of treatments and the consequences of non-adherence: “I know I'll get a lecture and I… I don't want it, I don't want a lecture…” (Sally).

Healthcare professionals were often perceived as being blaming and judgemental, e.g., “I think most people feel like healthcare professionals tell them to take their treatments and judge them for not taking them” (Nicola). This resulted in participants not feeling safe to talk openly with healthcare professionals about the amount of treatment they were taking. Jenny explains:

“I don't think I've ever been in a circumstance where I've thought that I could be totally honest without any form of judgment. I don't think that's existed… yeah, I don't think I've ever experienced a time where I felt totally confident to say exactly, lay everything out on the table. Never experienced that” (Jenny). 

Some participants even described healthcare professionals who had been angry with them after they shared their adherence difficulties: 

“The doctor said, you know, ‘how is your compliance?’, and I said, ‘well it's not great’… And he was actually really cross. And he got quite – in fact it’s one of the reasons I moved clinic to be honest - he was, you know, ‘you need to, you need to be on this, you need to be compliant, you know, you’ve got to look to the future, the transplant, if you're non-compliant now…’, and it was actually quite aggressive and then eventually I got quite upset” (Alice). 

These interactions left participants feeling ashamed and guilty about their adherence difficulties which made it less likely they would talk about their adherence struggles with healthcare professionals in the future: 

“I don't want them [CF team] to know because I feel guilty, that's what it is… They’ve put in all this hard work prescribing you what you need and, you know, telling you what's gonna work and what's not [. . .], I don't want ‘em to be disappointed in me, 'cause I'm disappointed in myself when I don't take it, so I think for someone else to be disappointed in you and for you to see that look on their face, I think just makes you feel a bit meh” (Sally).

Some participants believed that there was a limited quota of support available from their CF team and that if they were labelled as ‘non-compliant’ they would not be able to access ongoing support (“Healthcare professionals only have like a certain repertoire of things they can do to help and then you're essentially on your own”; Nicola). Once labelled as ‘non-compliant’, participants felt they were unable to shake off that label, e.g., “even if you have [done everything], it's very hard to convince them that you're being compliant if you have a history of non-compliance” (Charlotte). Furthermore, and potentially more worryingly, since healthcare professionals were seen as gatekeepers, there was a fear that being labelled ‘non-compliant’ could reduce participants’ access to new treatments or lung-transplants. For example, Richard wondered: “maybe if I’m non-compliant and the hospital knows it, does that like put me down the pecking order when a new drug comes out?” and Simon speculated: “[. . .] it’s something that they could maybe use against you towards not putting you on the transplant list”. 

Participants talked about the challenges of being asked to self-report their adherence, which usually involved “guesstimating” (Lottie) the amount of treatment being taken (or not taken), e.g., “you sort of end up feeling like you should say something rather than nothing, but you might not be right… I might be underselling what I do or overselling what I do because I don't always know” (Jenny). Healthcare professionals were sometimes viewed as pedantic, picking faults with patients or trying to catch them out, e.g., “some people with CF probably see the whole healthcare team as um combatants, you know, ‘they're always trying to pick me up on this or that’” (Charlotte). Participants seemed to feel pressurised into saying the ‘right’ thing or reporting the ‘correct’ amount of treatment being taken which, as Jenny summarises, could have an impact on their ability to talk openly: “It's like a test. Every single time is a test. And so, you know you have to get the answers right. It's about, it's more about getting the answers right than actually saying what you're doing” (Jenny). This has potentially serious implications; for example, healthcare professionals may be unable to differentiate health deterioration due to low adherence from health deterioration despite high adherence (suggesting there may be other underlying causes of decline). Sally’s experience reflects this:

“So you’d drink them [Scandishakes] and then you’d eat and you’d do your best, but this weight just wouldn't go on and they would just nag at you constantly 'cause they say ‘you're not eating enough, you must be missing them’. ‘Well no, I'm not missing them, they're just not working!’, and that used to really wind me up” (Sally).

Objective measures of adherence (e.g., data-logging nebulisers or pill bottles) were perceived as removing the need for participants to self-report the amount of treatment taken and providing more accurate information. Participants who had tried automated data transfer approaches found they reduced the pressure on them to remember accurately: “I know I'm terrible at remembering, so it's quite nice to know that it’s something I don't really have to think about anymore” (Rosie). 

Discussion

In this study, we explored the views of adults with CF on the way in which treatment-taking, or adherence, is discussed in routine CF care. Although there is a desired shift in healthcare towards patient-centred care (NICE, 2021; WHO, 2015), in which patients are treated as equal partners who collaborate with their healthcare providers (NEJM Catalyst, 2017), this was not reflected in our participants’ experiences. 

The language used by healthcare professionals in relation to treatment-taking was considered important (Theme 1), with ‘compliance’ having negative connotations due to its association with authority and a lack of freedom or control. The word ‘compliance’ was associated with an imbalance of power as in a parent-child relationship between patients and healthcare professionals. Patients who did not ‘comply’ were viewed as disobedient. Although it has been suggested that ‘adherence’ may be a more appropriate term, as it emphasises the need for agreement between the patient and healthcare professional (Horne et al., 2005), both terms were viewed negatively because they made participants feel passive in their own care. The use of shaming, stigmatising language by healthcare professionals in response to non-adherence (e.g., the patient ‘disclosed’, ‘admitted’, or was ‘non-compliant’) reinforces this, even though it has been suggested that non-adherence should be viewed as “the norm rather than the exception” (CF Trust, 2018; 8:25), and as “a problem of humans, rather than simply a problem of ‘naughty’ patients” (Wildman & Hoo, 2014, p. 16). ‘Concordance’ is a more recent term, which highlights shared decision-making between the patient and healthcare professional, but no participant in this study was familiar with the term, suggesting it may not be widely used in practice. As highlighted by Brunton (2017), it is possible that “we have simply slapped a new label (“non-adherent”) over the old “non-compliant” label, but we are still blaming and shaming our patients” (p.76). Indeed, whilst language is important, the endless cycling of terms which become more negative over time (pejoration) is perhaps a smoke screen for the paradigm shift needed to overcome how the stigmatised behaviour (non-adherence) is seen.

Our study clearly shows the difficulty patients face managing their complex condition alongside the demands of their day-to-day lives. Participants believed that healthcare professionals sometimes failed to see the ‘bigger picture’ and instead focused on the amount of treatment they were taking without recognising context and the complex range of factors that influence adherence (Theme 2). This is consistent with a finding by Sawicki et al. (2015) in which adolescents with CF in the US wanted recognition from healthcare professionals that they were balancing CF and treatments along with ‘normal’ life (e.g., university, work, social life). Behaviour change is complex and rarely straightforward (Kelly & Barker, 2016), and healthcare professionals need to understand patient life context in order to make relevant and appropriate recommendations. This may be challenging since many participants suggested that healthcare professionals were ‘too busy’ and there was often limited time to discuss what the patient wanted to discuss during clinic consultations. In addition, healthcare professionals often lack the confidence, motivation and training to deliver behaviour change interventions (Bull & Dale, 2020), and there have historically been few interventions that increase adherence (Nieuwlaat et al., 2014). This leads to an inevitable clash between patient behaviour/needs and healthcare professional targets/skills, since healthcare professionals have a limited understanding of how to effectively support patient behaviour change.

In addition, participants suggested that healthcare professionals sometimes failed to consider the patient in the wider healthcare context. UK CF teams comprise a range of specialists, including consultants, nurses, physiotherapists and dieticians (CF Trust, 2011). Participants reported receiving mixed messages from members of the MDT in relation to treatment-taking priorities. Participants felt this reflected a disjointed health system that failed to consider the patient as a ‘whole person’. This is potentially problematic since, as highlighted by Riekert et al. (2015), “too many cooks in the kitchen” (p. 146) can mean that the patient is left to decide the best course of action in relation to treatment-taking.

It is perhaps not surprising, given Themes 1 (‘The power of language’) and 2 (‘Healthcare professionals do not recognise the importance of context’), that participants found it difficult to ‘admit’ non-adherence (Theme 3). Consistent with previous research (Drabble et al., 2019), participants in our study showed an awareness of normative expectations to take treatments because it was rational to maintain ‘good health’. During the interviews, participants ‘othered’ ‘non-compliant’ patients and framed their own non-adherence in ways which allowed them to maintain their identity as a ‘compliant’ patient. This may have been a strategy aimed at helping them to overcome the ‘moral dilemma’ of maintaining their identity as a ‘good patient’ even when they were not adhering to their treatment (Drabble et al., 2019). Our study expands on this previous research by finding that, in addition to normative expectations to take treatments, there were normative expectations among participants that patients ‘should’ be honest, and that it was in the interests of healthcare professionals to have an accurate understanding of adherence. This therefore creates an even bigger ‘moral dilemma’ for non-adherent patients; how do they maintain their identity as ‘good’ patients who take their treatments but who are also honest with healthcare professionals about the amount of treatment (not) being taken? 

Participants spoke of previous encounters with healthcare professionals in which they had been judged, lectured, or ‘told off’ for admitting non-adherence. This is consistent with previous reports of conflict between people with CF and healthcare professionals in relation to low adherence (Arden et al., 2019). Blame and judgement shuts down conversations (Dickinson & Maryniuk, 2017) and may lead to a lack of trust which could influence the extent to which people with CF feel they can talk openly again in the future. This may lead to people with CF making changes to their treatment regimen themselves without seeking the advice of healthcare professionals, which could have clinical implications. Whilst guilt may be a driver of adherence in some individuals (George et al., 2010), lecturing or eliciting fear by confronting patients with the negative consequences of non-adherence in an attempt to increase motivation is a risky strategy and could simply lead to avoidance (Kok et al., 2018). In our study, consistent with Knudsen et al. (2018), many participants spoke about strong feelings of guilt and shame for not taking their treatments. These findings suggest that there is some way to go in meeting NICE (2009) and WHO (2003) recommendations that healthcare professionals use a patient-centred, non-judgemental approach to promote open and honest conversations in relation to adherence.

Furthermore, some participants believed that CF teams had a limited quota of adherence support that they could access, suggesting that people with CF may find it difficult to reach out for or accept support when needed. Participants described times when healthcare professionals had made assumptions and ‘problem-solved’ for them. Suggesting solutions can disempower or insult the patient as it fails to consider the patient’s life context and assumes both that the healthcare professional knows best, and that the patient has not thought of the ‘solution’ themselves (Robertson, 2005). Patients who do not feel listened to are also less likely to follow healthcare professionals’ advice (Butler et al., 1998). Reasons for non-adherence are complex and a simple, ‘one-size fits all' solution or intervention is unlikely to be effective at increasing adherence (Arden et al., 2019). Our study adds weight to previous research (e.g., Arden et al., 2019; Sawicki et al., 2015), showing that people with CF feel more able to talk openly and ‘admit’ non-adherence to healthcare professionals who are personable, open, non-judgemental, and collaborative.

Clinical implications

This study illustrates the role of healthcare professionals in supporting adherence in adults with CF. This could influence CF care and the development of interventions to support treatment-taking in people with CF. Often the onus is on the patient to ‘be honest’ about the amount of treatment they are taking and if a patient does not ‘disclose’ their non-adherence, they are perceived as “attempting to deceive clinicians” (p. 16) who are doing their best to care for them (Wildman & Hoo, 2014). Our findings do not support the notion that people with CF are motivated by an intention to mislead healthcare professionals. Rather, we suggest that ‘adherence’ is a metric that makes visible the extent to which MDTs are underserving a population with a long-term condition. In line with WHO (2003), we suggest that healthcare provider and system-level factors that contribute to non-adherence ought to be further explored. Just as patients need the capability, opportunity and motivation in order to adhere to their treatments (Jackson et al., 2014), healthcare professionals need the capability (e.g., skills to achieve sustained behaviour change), opportunity (e.g., time), and motivation to effectively support patient adherence (Girling et al., 2022).

As highlighted elsewhere (e.g., Cox & Fritz, 2022), healthcare professionals need to consider the language they use with patients, as this can have an influence on the power dynamic and patient-practitioner relationship. Further research on healthcare professionals’ views and experiences of the impact of language on patients is needed. Approaches used in other fields such as the adoption of ‘People First Language’ in diabetes could be replicated to move away from words that judge or label towards words that are strength-based, person-centred, and empowering (Dickinson et al., 2017). We recommend that this is an approach that could be adopted in CF care, particularly in relation to treatment-taking. This might include replacing judgemental terms like ‘good’ and ‘bad’ with more factual terms like ‘high’ and ‘low’; avoiding use of the terms ‘compliance’, ‘compliant’ and ‘non-compliant’, and shaming terms like ‘admitted’ and ‘disclosed’; and minimising use of the term ‘adherence’ in favour of lay terms like ‘treatment-taking’. 

Where available, objective measures of adherence could remove some of the issues identified in discussing adherence by providing people with CF (and their clinical teams) with factual information, rather than information based on judgements (Dickinson et al., 2017). It is well known that patient self-report is unreliable (e.g., Daniels et al., 2011; Modi et al., 2006) and is subject to social desirability and recall bias (Osterberg & Blaschke, 2005). Indeed, in our study, participants highlighted the challenges of being asked to accurately recall the amount of treatment being taken. Objective adherence measures could empower people with CF to have more of an active role in treatment-taking, provided that participants have control over their data and can decide whether to share this with the CF team, to overcome concerns over “Big Brother” watching (Campbell et al., 2016, p. 338). Having an accurate measure of adherence can influence clinical decision-making and targeting of resources (WHO, 2003). However, as with all measures of adherence, it is crucial that the data is used to empower and support patient behaviour change rather than as a tool to chasten people with CF, which will only amplify existing power imbalances.

Our recommendations are focused on changing the behaviour of healthcare professionals. This, it is noted, is no less challenging (Potthoff et al., 2022) than changing the behaviour of ‘patients’. A culture change is needed (Mannion & Davies, 2018) to change, not only the language used by healthcare professionals (Cox & Fritz, 2022), but also entrenched healthcare professional views and beliefs about patients who do not take their treatments. An approach where healthcare professionals work collaboratively with people with CF to balance treatments along with other life priorities is required. Due to the number of different specialisms involved in delivering CF care (CF Trust, 2011), this needs to be a joined-up MDT approach. Such an approach could be facilitated by the appointment of a ‘behaviour change champion’, for example a Health Psychologist, or someone who has the knowledge, skills, and training to work holistically in the MDT to support patient (and healthcare professional) behaviour change. In addition, as recommended by the Medical Research Council (MRC), behaviour change is a complex intervention requiring a coherent conceptual framework (Craig et al., 2008). Having a conceptual framework can enable healthcare professionals to consider the barriers to adherence and to assess how an intervention might act on these barriers to produce and then maintain adherence (e.g., through habit formation; Arden et al., 2021). One such conceptual framework (Arden et al., 2021) has already been developed and tested in CF, in a 19-centre, 607-patient randomised-controlled trial which found a significant increase in adherence to inhaled therapies among adults with CF alongside a decrease in perceived treatment burden (Wildman et al., 2021).

Lastly, it is important to note that our study was conducted shortly after elexacaftor-tezacaftor-ivacaftor was commissioned for use in the UK. The availability of CFTR modulator treatments appears to have changed the landscape for many people with CF. Healthcare professionals may therefore need to be even more mindful when supporting treatment-taking in a cohort of people on modulator treatments who may be feeling more well and leading a more ‘normal’ life, compared to previous generations of people with CF whose outlooks were perhaps somewhat different. It is plausible that these changes could even lead to a lack of treatment-taking for some treatments outside of modulator treatments (Keyte et al., 2022), with questions such as ‘how much other treatment is enough?’ becoming pertinent in the CFTR-modulator era (Sandler et al., 2023). In addition, since elexacaftor-tezacaftor-ivacaftor is a high-cost drug, and the annual cost to the NHS is thought to be in the region of £100,000 per patient (BBC, 2022), it is crucial that people with CF feel empowered to talk openly about any adherence challenges, to ensure they can access appropriate support as required.

Strengths and limitations

Our study expands on previous research (e.g., Arden et al., 2019; Sawicki et al., 2015) by exploring in more detail the communication of healthcare professionals and the potential impact this can have on the adherence of adults with CF. To our knowledge, this is the first study that explores the views of adults with CF on language use in relation to treatment-taking.

However, the study also had limitations. Firstly, since participants were recruited through Twitter due to the COVID-19 pandemic, it was a self-selected sample and the views of those who volunteered to participate may be different to other adults with CF. Future research should explore the views of ‘under-served’ people with CF. Secondly, although the purpose of our study was to explore participant views about the way in which treatment-taking is discussed in routine CF care, rather than to explore views about any specific CF treatments in particular, it may have been helpful to collect data on the type and number of treatments participants were taking. It is possible, for example, that those on CFTR modulator treatments or prescribed a greater number of treatments may have slightly different views to other adults with CF. Thirdly, most participants described having high adherence, with some saying they rarely missed a treatment. Whilst self-reported adherence is notoriously inaccurate (e.g., Daniels et al., 2011; Modi et al., 2006), and all participants described times when they had missed treatments, it would have been helpful to have an objective measure of patient adherence to supplement the interviews (as per Arden et al.’s (2019) study). Although the focus in this study was not on one specific treatment type (e.g., inhaled therapies), and objective adherence data is not routinely available for many treatments, having a measure of adherence may have enabled the identification of differences between participants with low and high adherence, which could be targeted in the development of future interventions.

Additionally, despite CF being equally common in both sexes (CF Trust, n.d.), the sample of participants in this study was predominantly female (n=10; 83%). It is possible that our findings relate more to women than to men, although the themes that were developed were apparent in the data from the small number of males in the study, as well as the females. Additionally, most participants were adults in their 30s (n=8; 67%), so it would be interesting to explore the views of people of other ages (e.g., younger people who have recently transitioned from paediatrics to adults, which is often highlighted as a challenging time in CF (Nazareth & Walshaw, 2013)).

Conclusion

This study highlights that a culture change is needed in CF care such that people who struggle to take their treatments or meet the high demands placed on them are not labelled as ‘disobedient children’, wilfully disobeying orders from healthcare professionals in positions of authority. Instead, an open, honest, non-judgemental approach should be adopted, where healthcare professionals work collaboratively with people with CF to balance treatments along with other life priorities. Although using this approach in healthcare has been recommended by NICE (2009) for over a decade, our findings highlight how this may not always be used in practice. Adherence is a skillset that can be built, and healthcare professionals themselves need the skills to know how best to support adherence and patient behaviour change. CF is an archetypal, multi-morbid, long-term condition, and the findings from this study could have implications for patient-practitioner communication in other chronic, complex health conditions.
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Appendices

Appendix 1 – Details of study participants (Table 1)

	Table 1. Overview of study participant demographic details*.

	ID
	Pseudonym
	Sex
	Age (years)

	ID1
	Charlotte
	Female
	33

	ID2
	Sarah
	Female
	20

	ID3
	Nicola
	Female
	30

	ID4
	Lottie
	Female
	32

	ID5
	Simon
	Male
	32

	ID6
	Steph
	Female
	24

	ID7
	Rosie
	Female
	27

	ID8
	Chloe
	Female
	27

	ID9
	Alice
	Female
	30

	ID10**
	Sally
	Female
	36

	ID11
	Jenny
	Female
	37

	ID12
	Richard
	Male
	33


* All participants were of White British ethnicity.
**ID10 was post-lung transplant.
Appendix 2 – Semi-structured interview schedule
 
Section A: The first few questions focus on how treatment-taking is talked about. I am especially interested in the language and the terms or labels that people use. 
 
1. What terms have you used, or heard used, in relation to the subject of treatment-taking in healthcare (e.g., by healthcare professionals or members of your CF team)? 
a. What do you think about each of these terms? (e.g., what do you like/ dislike?) 
 
If not already discussed: 
 
2. Have you heard the term ‘compliance’ used? 
a. What does this term mean to you or make you feel? 
b. What do you like/ dislike about this term? 
 
3. Have you heard the term ‘adherence’ used? 
a. What does this term mean to you or make you feel? 
b. What do you like/ dislike about this term? 
 
4. Have you heard the term ‘concordance’ used? 
a. What does this term mean to you or make you feel? 
b. What do you like/ dislike about this term? 
 
5. Of those three terms (compliance, adherence, concordance) which do you like the best and which the least? Can you tell me why? 
 
6. Are there other terms or labels that you think could or should be used when talking about treatment-taking in healthcare? 
 

Section B: The next few questions focus on how treatment-taking is talked about when patients meet with health professionals. 
 
7. What role do you believe healthcare professionals have in supporting people with CF to take their treatments? 
a. Are there things that healthcare professionals can do to help or support people to take their treatments? 
b. Are there things that healthcare professionals do that is unhelpful or makes it more difficult for people to take their treatments? 
c. Do you think that people with CF feel that healthcare professionals support them to take their treatments? 
 
8. When do you think is the best time to discuss treatment-taking with members of the CF Team (e.g., during clinic appointments, inpatient admissions, home visits, any other time)?  
a. Are there times you feel it is more or less appropriate for this to be discussed? If so, when and why? 
b. What would make this a positive/ negative experience?  
 
9. When you are asked by a healthcare professional, “how many doses of X have you taken in the last X weeks?”), to what extent do you feel you can be honest about the amount of treatment taken?  
a. Are there things that help you to self-report the amount of treatment taken? 
b. Are there things that make it difficult for you to self-report the amount of treatment you’ve taken? 
 
10.  What are your views about treatment-taking approaches that, instead of asking you to say how many doses you have taken, measure the amount of treatment taken (e.g., chipped nebulisers that record the time and date that you take your treatments; chipped medication boxes that record the frequency with which you open a box to take a tablet)? 
a. Are there any advantages/ disadvantages of using this kind of approach? 
 
Section C: This last set of questions focuses on how treatment-taking is written about (e.g., clinic letters). 
 
11. What are your views about treatment-taking being mentioned/ discussed in things like clinic letters to people with CF?  
a. Can you think of a time when you received a clinic letter where treatment-taking was discussed/ approached in a positive way? 
i.  What made it positive?  
ii.  What did you like about it? Were there any words/ phrases in particular that you liked? If so, why? 
 
b. Can you think of a time when you received a clinic letter where treatment-taking was discussed/approached in a negative way? 
i.  What made it negative?  
ii.  What did you dislike? Were there any words/ phrases in particular that you disliked? If so, why? 
 
12.   For this question, I’m going to read a series of statements, and I’d like you to say what you think about each statement (e.g., what do you like/ dislike?). 
a. “You are taking X/X treatments on average per week.” 
b. “You are managing to take X/X treatments a week.” 
c. “You have taken X/X treatments over the past X weeks.” 
d. “You have X% adherence/ compliance/ concordance to your treatments.” 
e. “You are X% adherent/ compliant/ concordant to your treatments.” 
f. “Your adherence/ compliance/ concordance is X%.” 
 
13.  What, if any, is your preference out of the above phrases? Why is this? 
 
14.  Are there other phrases you would prefer to see used in clinic letters?  
 
15.  Do you have any other comments on the way in which the subject of treatment-taking is discussed in healthcare, or anything else you’d like to add that hasn’t already been discussed? 
 
 
That completes this interview. Thank you for taking the time to share your views and experiences with me. 

