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Abstract 

Background: Healthcare providers frequently struggle to provide effective care to patients with chronic Lyme-asso-

ciated symptoms (chronic Lyme disease, CLD), potentially causing these patients to feel misunderstood or neglected 

by the healthcare system. This study is the first to use a combined medical and communication science approach, and 

aims to assess patients’ experiences with CLD & CLD-related care, identify themes and repertories in these patients’ 

narrations, and provide potential ways to improve communication with them.

Methods: Informed by the principles of ‘clean language’, we conducted focus groups with self-identified CLD 

patients (N = 15). We asked participants about their experiences with CLD and CLD-related healthcare. We performed 

thematic analyses using a bottom-up approach based in discourse analysis. We also sought to identify specific types 

of verbalizations (repertoires) across themes.

Results: Participants thematised a heterogeneous set of CLD-associated symptoms, which they frequently labelled 

as ‘invisible’ to others. Their illness significantly affected their daily lives, impacting their work, social activities, relation-

ships with loved ones, hobbies and other means of participating in society. Negative experiences with healthcare 

providers were near-universal, also in patients with short-lived CLD-associated symptoms. Verbalizations were notable 

for frequent use of communicative modes that implicitly create common ground between participants and that give 

a certain validity to personal experiences (impersonal ‘you’ and other forms of presupposition).

Conclusion: Central themes found in CLD patients’ communication are 1. the experience of significant symptoms, 2. 

for which adequate relief is only rarely found from conventional medical practitioners, and 3. that are largely invisible 

to the outside world. Verbalizing these themes, patients use various repertoires for their shared experiences, such as 

a feeling of abandonment or not being heard by the medical system, feelings of loss with respect to their previous 

health, and the idea that they might have been better off had they been diagnosed sooner. Working with these rep-

ertoires will enable healthcare providers to establish a shared perspective with their CLD patients, thus engaging in 

more fruitful doctor-patient communication. We hypothesize that these findings are not unique to CLD, but may also 

be applicable to other conditions with an uncertain aetiology, such as Long COVID.
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Background
Most healthcare professionals – and general practition-

ers in particular – will have encountered patients with 

chronic symptoms1 associated with, or attributed to an 

infectious disease. A prominent example is the constel-

lation of symptoms attributed to a Borrelia infection, also 

known as chronic Lyme disease (CLD).

While frequently used by patients, the media and a 

small subset of medical professionals, the term ‘chronic 

Lyme disease’ does not refer to a specific condition with 

established diagnostic criteria, but rather serves as an 

umbrella term for various chronic LD-associated symp-

toms. It should be distinguished from late disseminated 

manifestations of LD, such as acrodermatitis chronica 

atrophicans or late Lyme arthritis, which are universally 

recognized diagnostic entities caused by an active Bor-

relia infection [1, 2]. One definition of CLD refers to 

persistent symptoms after treatment of confirmed LD 

manifestations, commonly known as post-treatment 

Lyme disease syndrome (PTLDS) [2, 3]. This well-known 

phenomenon occurs in approx. 5-10% of patients who 

have had LD [2, 4], but lacks a settled explanation for its 

pathogenesis. Most commonly, however, CLD refers to 

a group of patients with an array of chronic symptoms 

which are in some other way attributed to LD. Such CLD 

classifications are frequently made in the absence of any 

current or former LD-specific symptoms, or are not 

supported by conventional laboratory tests. Although 

research on chronic LD-associated symptoms continues, 

a large majority of medical professionals and biomedical 

researchers do not point to a persistent Borrelia infec-

tion as the explanation for CLD patients’ complaints, and 

most guidelines do not acknowledge such infections as 

their cause [1, 2, 5]. CLD can therefore be considered a 

contested illness, that is, an illness that is marked by con-

troversy with respect to its biological origin [6].

Importantly, this does not mean that these patients 

are not ill. A number of qualitative studies on CLD have 

found that patients experience a range of symptoms with 

a profound impact on the ability to live their lives: from 

losing their job, their house or their favourite hobby, to 

diminished social relations and barely being able to go 

outside [7–10]. Many suffer not only from their symp-

toms, but also because of the perceived invisibility of 

their illness and associated lack of understanding from 

the people around them [8, 9].

Previous research primarily utilized individual inter-

views and had a distinct medical perspective [7–10]. The 

present study expands on this approach by focusing on 

the experiences that are verbalized when CLD patients 

of various backgrounds interact: how do they then talk 

about their experiences with CLD and their experiences 

with health providers? To investigate this, we used small 

focus groups that applied the principles of ‘clean lan-

guage’ [11]. Focus groups are particularly suited to evoke 

personal disclosures about sensitive themes [12, 13], as 

they may arise from mutual trust and recognition among 

participants. Clean language in qualitative research pre-

vents that the researchers’ professional terminology is 

introduced in participant interactions. It ensures that the 

resulting verbalizations optimally reflect the participants’ 

own ideas of their experiences [14]. Taken together, these 

techniques allow us to identify themes and concepts 

important to CLD patients themselves, complement-

ing insights from (bio)medically focused research and 

deepening our understanding of patients’ perspective on 

CLD-related illness.

Such a better understanding is urgently needed [15], 

as physicians frequently struggle how to properly care 

for CLD patients and those with similar contested ill-

nesses. Notwithstanding the possibility that a specific 

aetiology may be found for CLD in the future, it involves 

complaints that are currently categorized as –for lack of 

a better word– medically unexplained symptoms. Such 

unexplained symptoms, better known as Persistent Phys-

ical Symptoms (PPS), present a challenge for patients and 

medical professionals alike [16–20]. Doctors regularly 

experience difficulty in effective communication provid-

ing care for patients with PPS [17, 20]. These difficulties 

are clearly felt by patients as well, who may experience 

lack of empathy and understanding in their doctor [19]. 

This is specifically true for CLD [7, 8], and may lead to 

CLD patients’ sense of neglect by the conventional 

healthcare system [15, 21–25].

Our present approach aims to start bridging this divide. 

Starting point is the Language and Social Action Theory 

[26], which brings together different research disciplines 

that consider that language is an integral part of a social 

activity, rather than only a medium of communication 

[27]. In this model, patients and their context (including 

caregivers) apply language to not only describe, but also 

achieve their ‘shared realities’ [28]. Analysing talk as a 

Keywords: Lyme disease, Chronic Lyme disease, Focus group, Patient perspective, Narrative analysis, Health 

communication

1 We define a symptom as any physical sensation that is described by the 

patient in relation to their illness, irrespective of whether it would constitute a 

symptom of a certain disease in medical terms.
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social practice aims to understand how descriptions are 

put together and what actions they achieve. The concept 

of repertoires specifically helps to reveal how interaction 

individuals work towards common ground in their par-

ticular health context [29]. Understanding how patients 

communicate about their illness through the lenses of 

Language and Social Interaction Theory will provide 

healthcare providers with repertoires to discuss such 

aspects in relevant contexts [27]. Thus, we intend to pro-

vide an overview of themes and repertoires of patient 

experiences [30–32], verbalized from their own perspec-

tive, which will help medical professionals to engage in 

more fruitful communications with CLD patients. To this 

end, we formulated the following research questions:

1. Which experiences, events and interactions are sig-

nificant to CLD patients with respect to their illness? 

Specifically, which experiences, events and interac-

tions with healthcare professionals are significant?

2. What themes can be identified in the narratives and 

interactions of CLD patients on these experiences, 

events and interactions, and what repertoires verbal-

ize these themes?

Thus, we explore the challenges that CLD patients face, 

and reflect on ways to improve communication with not 

only CLD patients, but also those with other post-infec-

tious syndromes, such as post-Q fatigue syndrome or 

Long COVID [33–36].

Methods
Study design

Focus groups using the principles of clean language were 

organized between November 2019 and January 2020 

[11]. Enrolment continued until no more new issues 

arose, which was after four focus groups were held. After 

preliminary analysis of the data generated by these four 

clean-language-based focus groups, we held one more 

focus group in August 2020 with two additional partici-

pants to check saturation [37]. In this focus group, clean 

language was replaced by a more directive approach to 

verify the validity of the preliminary results.

Participants

Participants were recruited through purposive and snow-

ball sampling, and were approached by either telephone 

or email. A total of 32 persons were approached by the 

researchers, of whom 11 did not respond and 6 declined 

to participate. The remaining 15 persons were enrolled 

(n = 13 for primary data collection, n = 2 for subsequent 

saturation check). Participants were of diverse gender 

and age (nine women & six men in their twenties through 

sixties). All participants self-identified either as CLD 

patient, or as someone who had had persistent LD-asso-

ciated symptoms in the recent past. All were presently 

or formerly seeking medical treatment for their illness. 

Participants were recruited because they were known 

to be active in the Dutch Lyme community (e.g., patient 

organization members, Lyme internet forum contribu-

tors, etcetera), or because they had been visiting Amster-

dam UMC’s Lyme outpatient clinic. As we aimed to 

investigate the full spectrum of patient experiences with 

long-lasting LD-associated symptoms, self-identification 

was used as inclusion criterion; potential participants 

were not in- or excluded based on whether their medical 

histories contained a confirmed LD diagnosis or positive 

Borrelia serology. We use CLD in this context to indicate 

all chronic symptoms attributed to LD, irrespective of 

whether a relationship with a Borrelia infection would be 

considered likely in medical terms.

Study procedures & data acquisition

Potential participants were informed in advance that the 

goal of the study was to gain insight in the experiences of 

patients with long-lasting symptoms associated with LD. 

They were informed in advance and again on the day of 

the focus group (before and after the session) about study 

procedures, audiotaping, pseudonymisation, and the pos-

sibility to withdraw or correct data. Written informed 

consent was obtained prior to study inclusion. Partici-

pants were reimbursed for any travel expenses but were 

not paid for participation.

Focus groups were held in a non-medical conference 

room at either Amsterdam UMC or the Radboud Univer-

sity’s academic hospital. The final (i.e. saturation check) 

focus group was conducted via videoconferencing, as 

in-person meetings were impossible at that time due to 

COVID-19 restrictions. Focus groups were conducted 

by an experienced female moderator (JMS, a profes-

sor of narrative/health communication) with an assis-

tant. The moderator was not known to the participants 

prior to their inclusion and had theretofore never been 

involved in any LD/CLD-related patient care or research. 

Using a semi-structured interview method, the modera-

tor posed neutral questions to elicit participant narrative 

production and interaction about experiences, events 

and interactions, past and present, they deemed relevant 

with respect to their illness. This was asked with respect 

to patients’ social context and media context, as well as 

specifically with respect to their experiences, events and 

interactions with healthcare professionals.

Questions were posed using clean language, abstain-

ing from statements that contained any type of judge-

ment, and instead using only content-neutral speech to 

elicit, clarify, expand, or contrast participant responses 

[11]. More specifically, the interview method avoids 
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evaluative content expressions (such as ‘problem’ or 

‘bad’; ‘normal’ or ‘strange’), and instead invites clarifica-

tions without offering interpretations (i.e. only posing 

questions such as ‘what happened next?’; ‘if that hap-

pens, what do you do?’; ‘upon hearing this, how was 

that for you?’). This procedure allowed participants 

to choose their own words and freely react to others’ 

words, which ensured that resulting conceptualiza-

tions and evaluations were generated by participants 

themselves rather than partly elicited by the moderator. 

The topic list is provided in the Additional file 1. Focus 

groups lasted 60-90 minutes and had 2-4 participants 

each. All participants were given a summary of the 

findings for comments or corrections; no requests for 

corrections or withdrawal of data were received.

Analysis

Audiotapes of the focus groups were transcribed verba-

tim by MEB or a research assistant. Data were managed 

and analysed using Microsoft Excel and Atlas-TI. Analy-

ses were performed in two rounds by JMS, MEB (medi-

cal doctor specializing in LD research) and two research 

assistants specializing in communication and text lin-

guistic research, among whom SAC. A discourse analy-

sis on the transcripts of the first four focus groups was 

performed using a bottom-up approach based in the-

matic analysis for identifying communicative themes, as 

well as specific verbalizations (or ‘repertoires’) of these 

themes [30–32]. The analysts collaborated in analys-

ing the different themes addressed by the participants. 

Transcripts were read repeatedly to achieve data famili-

arity. Theme codes were created for categories in which 

participants discussed experiences of symptoms, illness 

labelling, medical and social interactions, and related 

aspects. Focusing on specific types of verbalizations [38], 

relevant parts of participants’ talk were also labelled and 

grouped into repertoire categories by axial coding. After 

identifying a core category that indicated a distinctive 

theme, the transcripts were re-examined by a second 

coder to validate the theme’s salience by searching for 

additional indications and possible counter-indications. 

This process was repeated several times and discussed 

between analysts in order to arrive at an exhaustive set 

of relevant themes that covered the range of participants’ 

significant experiences when discussing CLD, and the 

various repertoires that verbalize these themes. Results 

were discussed in the fifth focus group. No additional 

major themes evolved, which supports the results’ valid-

ity and completeness. Exemplary cases of each theme 

are included as brief translated excerpts in the findings 

below; many additional excerpts are provided in the 

Additional file 1.

Results
Results from the focus groups are presented below 

organized by three main themes: 1. Symptoms and their 

impact, 2. Situations, events and interactions regarding 

healthcare providers, and 3. Situations, events and inter-

actions regarding peers. Subsequently, we analyse how 

these themes are verbalized in repertoires that represent 

shared experiences between participants. As our goal was 

to identify relevant themes in participants’ authentic ver-

balizations, we have endeavoured to keep interpretations 

to a minimum, focusing on the language devices that cre-

ate common ground.

Theme 1: symptoms and their impact

Participants spontaneously described having expe-

rienced 25 types of symptoms that they attribute to 

CLD, covering various domains and varying in their 

specifics per participant. Participants mentioned 

symptoms which could be grouped together as fatigue 

(n = 13/15, e.g., ‘so tired’, ‘completely exhausted’, ‘very 

little energy’); cognitive problems (n  = 8/15, e.g., ‘you 

get confused’, ‘your attention span, it’s just gone’, ‘I 

forget everything completely’); myalgia & arthralgia 

(n = 7/15, e.g., ‘stiff joints’, ‘painful muscles’); impaired 

motor coordination (n  = 5/15, e.g., ‘I’ll just fall over’, 

‘walking was very tough’); visual and/or auditory 

impairments (n = 5/15, e.g., ‘foggy vision’, ‘so hazy’, ‘just 

couldn’t hear’); and the sensation of an abnormal body 

temperature (n  = 5/15, e.g., ‘felt so feverish’, ‘[felt so] 

cold’, ‘flu-like complaints’).

Participants indicated the unpredictable nature of their 

illness, experiencing alternating periods of feeling better 

and feeling worse. They also described their experience 

that CLD manifests itself in very different and unique 

ways from person to person, for example with respect 

to symptoms, modes of treatment that work or do not 

work, or the course of the illness. Many participants 

mentioned the invisibility of their symptoms, either as 

inherent (i.e. that they cannot be readily seen on the out-

side), or resulting from efforts to make them invisible (i.e. 

to prevent subjecting themselves to perceived ridicule or 

unhelpful attitudes).

P2: And you get antibiotics or whatever treat-

ment, and then it does something, but then after 

a few months, or a year, or two years, boom: there 

we go again.

P11: Well, then I thought: “Fine, I’ll just hide it 

again, and I’ll just keep going. I’ll be ‘crazy’ again.” 

[…] No-one sees this about you, because it is like a 

sort of invisible handicap.
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Participants discussed the impact of their symptoms in 

a variety of situations and contexts. They clearly differen-

tiated between their situation before and after the onset 

of their illness, describing changes in their daily lives 

(e.g., exercise, social events, work) they were forced to 

make because of their illness. Participants’ symptoms and 

their impact evoked a variety of emotions: they described 

sadness and grief, but also anger.

P9: You try to keep going, to keep a job, but besides 

that there is little you can do. No more fun things; 

social contact is practically impossible. You’re too 

tired for everything, but you always try to keep your 

job and your family going.

P14: I couldn’t even alphabetically organize things 

[for P14’s work] because I couldn’t come up with 

how the alphabet goes. […] There were days where I 

felt completely hopeless. Everything I had worked for, 

I had lost. […] Right now, I’ve recovered completely. 

But there were days where I thought: “What if this is 

the rest of my life?”

Theme 2: situations, events and interactions ‑ healthcare 

providers

Participants would highlight their initial visit to a regular 

medical professional with respect to CLD as significant. 

Because of the organization of the Dutch healthcare sys-

tem, patients’ quest for relief from their illness commonly 

starts at their general practitioner (GP), who may either 

diagnose and treat a patient, or may refer to specialist 

care in hospital. Various participants had negative expe-

riences with their GP, with some saying they completely 

avoided their GP or stuck to a purely business-like rela-

tionship. However, feelings of disappointment and frus-

tration were far from unique to general practice. Virtually 

all participants had some negative experience with medi-

cal practitioners.

P9: If the GP had asked something, then I would 

have remembered. If he had asked: “Have you been 

in the woods, have you had a tick bite?”, then I 

would have [said]: “Yeah, I did have a tick bite.” And 

then maybe, well, then you hope that it had been 

treated at that time. But that didn’t happen and he 

didn’t ask.

P2: You go to a doctor with the anticipation that 

they are going to make an effort for you, but along 

the way you notice that they have their own inter-

ests and ideas, and if you don’t fit into their frame 

of reference then you can go. Yeah, the doctor is 

only insulting.

Participants discussed what they missed or had 

wanted to see in the care from their GP or other treat-

ing physician. Though some acknowledged that GPs 

cannot possibly know all there is to know about every 

disease, many participants did note a lack of knowledge 

on the part of their doctor about the intricacies of Lyme 

disease. At the same time, they wished for a doctor who 

took a more holistic approach and looked beyond their 

own expertise. Some participants expressed regret that 

their doctor did not believe that certain symptoms were 

caused by LD, while –conversely– others expressed 

regret that their doctor attributed all their symptoms 

to LD out of a perceived ‘convenience’ to do so, rather 

than look further what potential other causes may 

underlie them.

P1: They only look at that one thing, […] but all 

that time no-one looked at the entire picture.

P18: What I think is a pity, is… you go through a 

lot in a short while, all sort of things happen, and, 

uhm, there’s a doctor in front of you who doesn’t 

want to hear it. Look, when you try to describe a 

symptom, you experience that for the first time, 

you also don’t know what the medical term is. 

You try to describe something, but you just notice 

that the other side of the table is completely dis-

interested.

Several participants said they had been referred to 

psychologists, either when their doctors could not find 

an organic cause to their symptoms, or concurrent with 

further somatic work-up. Some viewed this in a positive 

way, others negatively, specifically when they suspected 

the referral stemmed from an apparent inability to diag-

nose their case.

P1: Well, they can’t find anything so it must be 

‘between the ears’.

Participants also mentioned seeking healthcare options 

outside the context of regular medical practice. They 

indicated that they sought out these complementary or 

alternative medical (CAM) practices in part because it 

gave them some control over their situation after being 

disappointed by regular medical professionals.

P11: [My strict diet] gives a feeling that you have a 

bit of a grip. If that’s true or not, doesn’t interest me 

in the slightest. It just like…

P8: That at least you’re doing something about it.

P11: Exactly, and that feels good.

P8: It gives you power.

P11: It gives you a bit of control too.
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Theme 3: situations, events and interactions ‑ peers

While many experiences about healthcare profession-

als were neutral to negative in nature, their interac-

tions with peers (e.g., friends, family, colleagues) were 

very varied. Some participants described feelings of 

not being understood or making their symptoms invis-

ible: pretending that nothing is the matter so as to not 

expose themselves to insensitive or unhelpful attitudes. 

Others experienced great support from their peers, 

even remarking that other people opened up about 

their own personal problems after the participant told 

them about their CLD.

P11: In [my family’s] mind, I’m like the princess on 

the pea, because yeah, I always have something. I 

don’t have much left. I have a few good friends, who 

I’ve known for 30 to 50 years, who know about it, 

and to whom I can say “Well, I’d love to go to that 

birthday, for example, but I can’t make it.”

Participants also relayed their interactions with other 

CLD patients. These sometimes took place in person, but 

more often were conducted online. Some also took place 

within the context of the patient organization. Partici-

pants indicated that they would also read or hear about 

other CLD patients’ experiences. Participants appreci-

ated the mutual support and recognition between CLD 

patients, while some also reported being emotionally 

affected or even frightened by the seriousness of others 

CLD patients’ condition.

P11: I saw something on TV once, some clips of 

someone who was in bed, completely passed out, and 

this and that, and I thought: ‘This isn’t me, this is 

not what I want to be’, so I shut it off.

P16: The [patient organization], I telephoned them. 

And that shocked me terribly. I called them, and I 

think I spoke to a very young person, and I talked 

about some mild complaints, not at all extremely 

serious, and in her second sentence she advised me 

to start taking antibiotics just on my own. So yeah, 

that shocked me a lot.

Verbalized repertoires

As mentioned previously, we did not only look at what 

participants were saying, but also at how they were say-

ing it. From this, we can hypothesize what perspective 

(or framing) is implied by these verbalizations. For these 

analyses, we looked at the first four (clean language) 

focus groups only.

Table  1 lists repertoires that participants used to ver-

balize their shared experiences. These expressions 

represent what participants would typically say when 

interacting about their experiences, events and interac-

tions regarding their illness.

By using such repertoires, participants express and 

create common ground. They achieve this by using par-

ticular language devices that are commonly (and uncon-

sciously) applied to represent experiences in terms that 

converge both individual and general aspects: impersonal 

you, other presuppositions, and affirmative elaboration. 

These language devices are explained and illustrated in 

the next subsections.

Impersonal you

We observed the use of various forms of phrasing that 

have the effect of creating a common ground between 

the speaker and the other persons present. One such 

form that we observed relatively frequently was partici-

pants’ impersonal use of generic ‘you’ (Dutch: je), both in 

describing their own experiences, and in reacting to oth-

ers’ descriptions.

P14: I had exactly that. [You can explain to the doc-

tor] just two complaints, and then you get cut off, 

and then it’s, uhm, okay. But then I think, I have a 

list of complaints

P9: Yes.

P5: Yes.

P14: You just get, just get stopped.

P9: Yeah, […] you’d think that they have to know the 

entire story.

The second person singular usually refers to a specific 

other person (canonical use: ‘You are ill’, meaning the per-

son addressed is ill) [39], but may also take the form of a 

Table 1 Participants’ repertoires of CLD experiences

Summarized Repertoire

Late diagnosis If only someone had taken me seriously earlier and diagnosed/treated Lyme, things would not have 
gotten out of hand.

Abandonment If you’re diagnosed with Lyme, you’re on your own.

Loss I have to accept that am not half the person I used to be before chronic Lyme.

Unpredictability It keeps coming back when you least expect it.

Lack of understanding There are few professionals who understand me, only other chronic Lyme patients truly understand me.

Need for a holistic view Finally, a doctor looked at the complete picture.
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general statement implying that the experience expressed is 

not unique to the speaker, but is shared by others as well 

(impersonal use: ‘With CLD, you can’t do these things 

because you are ill’, meaning that all persons in such situa-

tions are ill) [39]. Such generalizations create a certain con-

nection between speaker and addressee (‘You and I share 

this experience; therefore, we have something in com-

mon.’), or give a certain validity to the speaker’s experience 

(‘My experience is shared by others; therefore, it must be 

real/valid.’) [39, 40]. Impersonal you may simultaneously 

distance a speaker’s actions, opinions or experiences from 

themselves, enabling a speaker to talk about themselves 

while placing (negative) experiences at a distance (i.e. cre-

ating commonplace: ‘This happens all the time, so it is not 

very remarkable/cannot be attributed to me personally’) 

[40]. Finally, it has been argued that the impersonal sec-

ond singular may evoke understanding and empathy from 

addressees, as these are taken along in the speaker’s nar-

rative, in which she/he functions as that narrative’s pro-

tagonist from whom the audience is rooting [39]. In our 

dataset, we encountered 255 speaking turns by participants 

that contained an instance of impersonal use of the second 

person singular. This translates to 12.7% (255/2016) of all 

speaking turns and indicates that participants put effort 

in creating a connection between themselves and other 

attendees of the focus groups and giving a certain validity 

to theirs and others’ experiences. Examples are included 

in several of the quotations above, such as “And you get 

antibiotics or whatever treatment….” (P2), “You try to keep 

going, to keep a job, but besides that there is little you can 

do” (P9), or “And walking with walking poles, you get com-

mentary…” (P3, Supplementary File) to name a few.

Other presuppositions

Essentially, impersonal “you” presupposes so-called com-

mon ground, but it is not the only language tool for partic-

ipants to do so [41]. In general, presupposition implicitly 

assumes that one aspect of what is said is generally true or 

valid. Apart from impersonal “you”, we also observed defi-

nite description as presupposing signal [42], for instance 

when participants talk about ‘that feeling of…..’ or ‘that 

idea of…’. This implies that the speaker’s feeling or idea is 

not unique to them, but rather generally true and shared 

by others. In other words, it’s not just a feeling that ‘I’ have, 

it’s that common feeling that others have as well. Another 

example entails presenting personal experiences as gen-

erally accepted facts or certainties, which are taken for 

granted by the speaker and, by presupposition, also by oth-

ers in the communication [41, 42].

P8: When I noticed again that I was getting ill, it did 

make me emotional. […]

P2: Yeah, that feeling of ‘here we go again’.

P10: And of course, the bite mark disappears.

P1: Yeah.

P10: It disappears and you never see it again.

P3: Short-term memory is really, uhm, very annoy-

ing. So, you come up with tricks for that.

Here, P10 describes her own experience with a fading 

tick bite mark but phrases it as to imply that this happens 

to everyone, and follows up this statement with an imper-

sonal second singular. P3 similarly describes her own 

memory difficulties but phrases it suggesting that her 

problem is a problem shared by CLD patients in general.

Affirmative elaboration

A final observed means of creating common ground was 

frequent affirmation of what previous speakers have said. 

In a focus group, participants are neutrally invited to 

react on what others in the group say. A striking finding 

in our data is that participants –even those with diver-

gent illness severities and durations– almost invariably 

actively confirmed the experiences which other partici-

pants narrated. We counted the speaking turns from 

the first four (exploratory) focus groups in which a par-

ticipant agreed with another participant as a proportion 

of the total number of speaking turns by participants. 

While we must be careful in drawing conclusions with-

out robust data on the ‘natural’ occurrence of agreement 

versus disagreement in group conversations, we think 

it is important to point out that as much as 256 speak-

ing turns were found containing explicit agreement 

with another speaker and 369 speaking turns containing 

implicit agreement (e.g., expanding, nuancing or clarify-

ing the point of another speaker). This translates to 12.7% 

(256/2016) and 18.3% (369/2016) of total speaking turns, 

respectively. However, if we only look at the 733 speak-

ing turns that entail an actual interaction between par-

ticipants and/or the moderator, we find that over 85% 

of those interactions are explicitly or implicitly affirma-

tive (explicit: 256/733, 34.9%; implicit: 369/733, 50.3%). 

Conversely, only 3.8% (28/733) of interactions entailed 

an explicit disagreement with another speaker, while the 

remaining (80/733, 10.9%) were other types of interac-

tions such as questions or discourse markers. These fre-

quencies were consistent between the four exploratory 

focus groups. This may be explained by the tendency of 

participants in a conversation to take their turn at a point 

where they can agree and, as they generally have a pref-

erence for agreements and acceptance and to avoid disa-

greeing with another [43]. This type of conversational 

pattern is known as the collaborative achievement of 

agreement, aimed at keeping each other’s ‘face’ in a posi-

tive way [44].
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Interestingly, though several participants believed 

that CLD is a very heterogeneous illness (implying that 

experiences are not shared), they actively created and 

found common ground within the heterogeneity of their 

experiences.

P10: You’ve had it for so long […] that you know very 

well….

P3: Yes

P10: …what’s the matter with you.

Mod: Okay, that…

P10: Like, I know this, this is Lyme.

P3: Yes.

P4: Yeah, exactly.

In the excerpt below, all three phenomena of common 

ground construction come together. In this particular 

fragment, participants discuss a journalistic article about 

suicide among CLD patients (emphasis added in bold):

P14: Long before you get into the suicidal state, 

there should already be help, at least psychological 

help.

P12: And recognition…

P14: Because I think it really comes out of despera-

tion.

P12: Yeah, not being heard.

P14: Yes, and feeling all alone and no perspective.

Discussion
Our study was the first to explore the experiences of CLD 

patients by using clean-language-based focus groups, 

assessing not only what these experiences are, but also 

how these experiences are verbalized.

Interpreting experiences

Participants reported a heterogeneous set of symptoms, 

except for fatigue, which was experienced near-univer-

sally. Reported symptoms (e.g., fatigue, myalgia, cognitive 

problems, or sensory impairments) were largely non-

specific for any particular disease, and are also frequently 

seen in post-infectious syndromes such as Long COVID 

[34], in fibromyalgia [45], in patients with PPS [46] and 

after treatment for cancer [47], to name a few. Simi-

lar to previous research [8, 9], many patients perceive 

their symptoms to be invisible, either because they are 

intrinsically unnoticeable for others, or because patients 

actively hide them for fear of being judged negatively. 

Unexpected fluctuations in symptoms and symptom 

severity were common. A considerable number of partic-

ipants described the far-reaching consequences of these 

symptoms, which impacted their ability to work or go to 

school, to maintain a social life, or even to just leave the 

house. In these respects, CLD patients’ experiences share 

important similarities with those with PPS, or poorly 

understood conditions such as fibromyalgia or multiple 

chemical sensitivity [48–50].

Many participants reported negative experiences with 

healthcare providers and divergent experiences with 

people in their social environment, in line with previ-

ously reported findings on CLD [7, 8, 10, 15, 25]. Vari-

ous themes could be identified in participants’ negative 

experiences with healthcare provides. Participants felt 

that their healthcare providers knew too little about LD 

and chronic Lyme-associated symptoms, that they do 

not look for a cause or diagnosis for their symptoms in 

a sufficient or timely manner, or that - in the absence of 

a confirmed diagnosis – they quickly conclude that ‘psy-

chosomatics’ must be at play. In summary, they felt that 

many of the healthcare providers they had encountered 

were dismissive of them and their CLD diagnosis. These 

experiences were not unique to participants who self-

identified as CLD patient, but were also shared by par-

ticipants who had had persistent LD-related symptoms in 

the past for relatively short periods of time. Some of these 

negative experiences are reflected in interactions with 

friends, employers and the media, among others: there 

too, some of the patients feel that they are frequently not 

being taken seriously or feel judged. A subset of partici-

pants expressed that they experienced some support spe-

cifically in their contact with other CLD patients, while 

others remarked that learning about other CLD patients’ 

experiences only aggravated their distress.

Identified repertoires

Our work adds to previous qualitative research on CLD 

by also looking at the communicative aspects of the focus 

groups. Our analyses support the notion that participants 

are frequently looking for a connection with others and 

validation by others, specifically by practitioners in the 

healthcare sector. This is reflected in the frequent imper-

sonal use of ‘you’ and in the many mutual affirmations 

expressed by participants. This is by no means unique to 

CLD or contested illnesses: use of impersonal ‘you’ in a 

healthcare context has been observed in patient descrip-

tions of experiences with breast cancer [51], or health-

care in general [40], and even in physician descriptions of 

their work [52]. In all these instances, however, the pur-

pose was to further the notion that the speakers’ respec-

tive experiences are shared by others. This generalization 

is further reinforced by repertoires that our participants 

used to presuppose and mutually agree that there is such 

a thing as CLD, and that this is a genuine biological dis-

ease with a plethora of accompanying symptoms. Thus, 

in their conversation, participants may jointly confirm 

and in some respects even communicatively ‘construct’ a 

reality in which their own and others’ experiences merge 
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as to substantiate the meaning of CLD. Note that this 

phenomenon is also not unique to CLD, but has been 

described to occur with respect to other medical condi-

tions [53].

In more general terms, the interaction between a cer-

tain classification and the people being classified could 

be described as a variant of the looping effect [54, 55]. 

This term describes the process in which persons with a 

certain classification (e.g., CLD) are influenced in their 

behaviours or experiences by that classification, thus 

necessitating an update to the classification so that it 

continues to adequately describe the persons in ques-

tion. A similar effect may exist in CLD patients, who col-

lectively construct and expand the meaning of the term 

CLD, which may in turn influence them in the way they 

experience their symptoms.

This search for common ground on what CLD is and 

how to recover from it (or more often: learn to cope with 

it) does not only take place within the setting of our study. 

Our focus groups are merely representative of numerous 

interactions on internet forums, in informal discussions 

between patients, within the patient association, but also, 

for example, in the reflection and conversations on arti-

cles in popular and social media about CLD. All these 

interactions are significant, in the sense that they can 

have a formative effect on how patients view themselves 

and their symptoms.

Clinical implications

We put forward the hypothesis that the CLD patients 

would be better served if healthcare professionals under-

stand the repertoires in Table  1 and engage with them. 

This does justice to the professional role of healthcare 

providers as counsellors, but, more importantly, it could 

also prevent patients from reinforcing a collective, disa-

bling narrative and getting ‘stuck’ therein. By taking part 

in the search for common ground, as described above, 

caregivers can start guiding the patients towards more 

beneficial common ground. This is not unique to CLD, 

as it is something that doctors frequently attempt to do 

with their patients. However, our findings underscore the 

urgency of this advice specifically in the field of CLD.

The aforementioned repertoires indicate that it could 

very well be profitable to act quickly and decisively. 

Early diagnosis of confirmed LD, early evidence-based 

treatment, early recognition of persistent symptoms 

− including taking these symptoms seriously and thor-

oughly investigating them − and providing reasoned 

reassurance if possible, are possible ways to do this. 

Healthcare providers could, for example, proactively 

inform patients that persistent complaints after LD are 

relatively common, but most often have a good progno-

sis and only rarely point to a persistent Borrelia infection 

[2, 4]. If patients do seek medical assistance for such 

symptoms, providers should always take these seriously 

and might consider doing a more extensive work-up, or 

a quicker peer-to-peer or in-person consultation than 

they would normally do. While this may seem excessive 

at first sight for non-specific symptoms which only rarely 

point to LD, our research allows for the hypothesis that a 

restrained approach in this context may in fact turn out 

to be intensive and expensive in the end. This hypothesis 

ties in with recent findings on other chronic symptoms 

related to an infectious disease, such as Long COVID 

[56], and a similar approach has also been proposed in 

the management of PPS [57]. In summary, we would 

argue that a brief but thorough (diagnostic) interven-

tion early on has the potential to prevent patients from 

entrenching themselves in a disabling narrative, which is 

difficult to escape from.

Similarly, we would argue that self-identified CLD 

patients may benefit from a specific approach by health-

care professionals, not dissimilar to the way patients with 

other contested illnesses may be approached. It is impor-

tant for the physician to realize that the CLD diagnosis 

may be of crucial importance in the life of the patient. 

While ruling out a certain disease may be nothing more 

than crossing off a differential diagnosis to the clinician, 

it may have a profound impact on the life of the patient. 

As Jutel [58] describes it, “[diagnosis] serves as the nexus 

in which the clinical encounter takes place, [it] arbitrates 

normality and difference, organizes a patient’s illness, and 

determines how resources are allocated.” Following her 

reasoning [16, 58], we argue that it is vital for clinicians 

to understand the value of a diagnosis to the patient, the 

absence of which deprives the patient of an understand-

ing of their misfortunes, of an explanation to provide 

their friends and family for lapses in taking care of their 

responsibilities, and of potential avenues to a restora-

tion of health. As one of our participants (P2) put it: “I 

cried out of happiness when I got the diagnosis. Finally, I 

know what I have.” Clinicians must therefore tread care-

fully when ‘taking away’ a diagnosis from a patient, spe-

cifically when not substituting it with another diagnosis 

of somatic origin [16]. What, then, may be the substitute 

that provides structure and perspective to the patient?

Mindful of the aforementioned considerations, it is under-

standable that CLD patients in our study indicate a desire 

for continued counselling by healthcare professionals to 

guide them towards improved health. One participant (P1) 

from our focus groups formulated this as follows: “I think 

it’s a shame, because if there were sufficient counselling, I 

think, you can take away something [of the symptoms and 

limitations caused by CLD].” Mindful of both the repertoire 

regarding the perceived loneliness of CLD patients and the 

risk of getting stuck in a disabling narrative, this counselling 
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could very well take place through peer support groups 

guided by a dedicated healthcare professional. While we are 

not aware of any trials assessing the efficacy of such facili-

tated support groups, these were at least suggested for other 

chronic conditions [59–61].

On a final note, it seems almost superfluous to point out 

that an uncompassionate or even disrespectful approach 

by healthcare providers greatly reduces the efficacy of 

the care that they provide, or is even counterproductive. 

While we could not check the veracity of any of our par-

ticipants’ experiences, it is evident that even those with 

relatively short-lived symptoms reported disappointing 

encounters with medical professionals with respect to 

CLD. It may also be insightful for clinicians to realize that 

some of the strain in the doctor-patient relationship with 

respect to CLD, may stem from frustration over the ina-

bility to properly diagnose a patient’s case, and that some 

clinicians’ out-of-hand dismissal of certain symptoms as 

non-somatic essentially shifts the blame of this non-diag-

nosis from the doctor to the patient [16]. We would argue 

that a more useful approach to CLD departs from the 

traditional dichotomy of somatic and psychological fac-

tors and rather uses the biopsychosocial model, as it more 

comprehensively describes the complex interplay of fac-

tors surrounding chronic conditions, including CLD [62].

Limitations

Our study is a first effort to assess CLD patients’ expe-

riences through focus groups and the first to include a 

linguistic analysis. Unfortunately, circumstances forced 

us to accept a minimum number of two participants for 

a given focus group, which limits the breadth of experi-

ences and the possibilities for interaction between par-

ticipants. We do point out that all focus groups generated 

homogeneous data, suggesting that experiences across 

all focus groups (including the one with only two partici-

pants) were similar. We must also be careful in drawing 

conclusions based on the relative frequency of mutual 

affirmation, presuppositions or informal you. With lit-

tle or no research on the ‘natural’ frequency of such lin-

guistic phenomena, it is difficult to state conclusively 

whether the observed frequency is significantly higher 

than normal. Similarly, we are also careful in attributing 

the looping effect that we hypothesize to occur with CLD 

to the contested nature of the illness. We found no other 

research to either confirm or reject the possibility that 

this also occurs in other (chronic) conditions.

Conclusions
In summary, we find that CLD patients experience signif-

icant symptoms, for which they only rarely find adequate 

relief from regular medical practitioners. They explicitly 

and implicitly seek validation of their symptoms by 

healthcare providers, peers and other CLD patients. We 

put forward the hypothesis that CLD patients may ben-

efit from a specific approach, including appropriate (diag-

nostic) interventions early in the course of the illness, as 

these may yield long-term benefits. Finally, it is impor-

tant that medical professionals are aware of their own 

attitudes and behaviours towards CLD and the potential 

effect on the patient, so that any unhelpful approaches to 

this medical problem – irrespective of its precise aetiol-

ogy – are avoided. This advice is quite universal to all of 

medicine, and will not be news to most practitioners. Yet, 

our findings do underscore the urgency for this approach 

specifically with respect to an illness as complicated as 

CLD. While our findings relate to CLD, we identified 

many similar themes in research on other diseases or 

contested illness. Our research therefore also provides 

potentially important lessons for healthcare provid-

ers who see patients with such illness, including –most 

prominently at this time– patients suffering from persis-

tent complains after COVID-19.
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