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ABSTRACT

Background: Despite advances in diabetes care, many people with Type 1 Diabetes (T1D) still experience persistent hypergly-
caemia, leading to reduced quality of life and increased risk of long-term complications. For some, this hyperglycaemia is linked
to factors like co-morbidities, socio-economic challenges, or low health literacy. However, for many, persistent hyperglycaemia
remains clinically unexplained, indicating a gap in understanding the contributing factors.

Aim: To explore the lived experiences and everyday management of T1D among adults with clinically unexplained persistent
hyperglycaemia (HbAlc >70 mmol/mol), with the goal of informing caring practices that support better health outcomes.
Methods: Using an anthropological approach, we conducted in-depth interviews with 19 adults. The interviews were digitally
recorded and transcribed. Data was analysed using reflexive thematic analysis.

Results: The analysis identified four themes: (1) ‘Embodied diabetes’ described how the risk of low blood sugar shaped daily
management as it could impact productivity and social interactions, highlighting the need for empathetic support. High levels
were more tolerable, yet frustratingly unpredictable and perceived as ‘unruly.’ (2) ‘Inescapable diabetes’ described diabetes as a
presence that had to be navigated alongside life's complexities and how the participants sought to balance immediate concerns
that were often prioritised over perfect glucose levels, underscoring the importance of holistic care approaches. (3) ‘Desire for
normalcy’ described the weighing between concealment and disclosure of T1D and the detailed planning required to integrate
diabetes seamlessly into everyday life, suggesting a need for personalised care strategies. Finally, (4) ‘Diverse interactions with
the diabetes clinic’ described experiences from sincere interactions to feelings of resignation. Clinical advice was sometimes dis-
missed due to perceived ineffectiveness or lack of relevance, indicating opportunities for improving patient-provider relationships.
Conclusion: This study highlights the complexities of daily diabetes management and emphasises the importance of a caring
and holistic approach that incorporates the myriad obligations, concerns and desires that adults with T1D navigate and prioritise
alongside or in competition with their disease. By understanding these lived experiences, healthcare professionals can better
support patients through patient-centred care practices that address both medical and personal dimensions of living with T1D.
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1 | Introduction

Type 1 diabetes (T1D) is a chronic autoimmune condition that
impacts millions globally, profoundly altering their daily lives
and necessitating continuous self-care [1]. Management of T1D
requires continuous attention, involving regular monitoring of
blood glucose, administering insulin and making vital lifestyle
decisions [2]. The role of healthcare professionals in providing
compassionate, patient-centred care is essential in supporting
individuals in these self-care activities. However, despite this
many people with T1D continue to experience persistent hy-
perglycaemia, reflected by high glycated haemoglobin (HbA1c)
levels exceeding the recommended target [3]. Persistent hyper-
glycaemia is associated with various challenges that impact
quality of life. Research shows that those who struggle to con-
sistently regulate their blood sugar may experience diminished
well-being, resulting from both physiological effects of glucose
fluctuations and psychological responses, such as frustration
or hopelessness [4, 5]. Understanding and addressing these
emotional and psychosocial aspects are critical components of
caring for individuals with T1D. In the long-term, insufficient
management of T1D also increases the risk of severe complica-
tions, including cardiovascular disease, nephropathy, retinopa-
thy, and neuropathy, further affecting quality of life [6, 7].

Previous research has shown structural, social and individual
barriers to effective diabetes management. Structural barri-
ers encompass issues such as healthcare system complexities
and the availability of medical resources [3, 8]. Social barriers
involve lack of support from family, friends and the broader
community [9, 10], while individual barriers comprise personal
factors including knowledge, beliefs, and emotional responses
to living with a chronic condition [11-13]. While these studies
have been important in identifying the challenges faced by peo-
ple with T1D, the specific day-to-day lived experiences of those
who face persistent hyperglycaemia remain unexplored from a
caring perspective.

Further complexity arises because persistent hyperglycaemia
is not always fully explained by known factors, such as co-
morbidities, socio-economic challenges, or low health literacy
[14, 15]. This poses a challenge to the biomedical understanding
of diabetes self-management, indicating for a more comprehen-
sive, caring approach that explores the personal experiences of
people living with T1D.

Diabetes consultations traditionally revolve around statistical
risks, encompassing concerns, for example, elevated blood glu-
cose levels, potential late complications, and the effectiveness of
self-management strategies. However, connecting the scientific
definition of ‘risk’ with the concept of ‘situated risk’ as under-
stood and contextualised by people with T1D is not a straightfor-
ward task [16]. Exploring ‘situated risk’ involves moving beyond
epidemiological definitions to understand the values and uncer-
tainties that hold significance for each person navigating life
with T1D. This perspective emphasises the unpredictable out-
comes of ‘a risk,” acknowledging that these are ultimately un-
knowable in terms of their impact [16, 17].

The present study focuses on people with persistent hyperglycae-
mia despite seemingly adequate resources and efforts. Building

upon previous research that examines structural, social, and in-
dividual barriers [3, 8-13], the aim of the study was therefore to
explore the lived experiences and everyday management of T1D
among people who face clinically unexplained persistent hyper-
glycaemia. By gaining deeper insights into their experiences, we
aim to inform and enhance caring practices that support better
health outcomes.

2 | Methods

The study was set within an anthropological research paradigm,
characterised by its iterative-inductive approach, which em-
phasises ongoing reflexivity and cumulative data development
[18]. This paradigm is particularly suited to exploring human
experiences within specific social and cultural contexts. It inte-
grates diverse theoretical perspectives, remains adaptable in its
methodological practice and recognises the interlinked nature
of data collection, analysis and interpretation throughout the re-
search process. Anthropology, as a discipline, is grounded in a
diverse epistemological foundation. In this study, the approach
is grounded in a critical realist and contextualist perspective.
Critical realism assumes an independent material reality but
acknowledges that our experiences are shaped by social, cul-
tural, and political contexts [19]. Contextualism emphasises
that meaning is constructed within specific social and cultural
settings, acknowledging that knowledge is situated and influ-
enced by the context in which it is produced [20]. This perspec-
tive views knowledge as contextually located and provisional,
reflecting researchers’ positionings.

2.1 | Participants and Setting

Participants were adults with T1D registered as patients at
the Steno Diabetes Center at Aarhus University Hospital in
Denmark at the time of recruitment. Using purposeful sampling,
the inclusion criteria were established by the research team [21].
Patients were eligible to participate if they had a confirmed di-
agnosis of T1D, were between 25 and 55years of age, had per-
sistent hyperglycaemia (HbA1lc>70 mmol/mol) for a minimum
of 2years, and had attended a minimum of four clinic visits over
the past 2years. This latter criterion was set to identify patients
who had persistent hyperglycaemia despite regular clinic visits.
Moreover, achieving a balanced distribution of male and female
participants, along with individuals with varying durations of
diabetes, was pursued. Participants with severe long-term com-
plications or complex psychosocial problems were excluded as
the clinical experience was that having these significant addi-
tional health issues could often explain difficulties in managing
diabetes, including persistent hyperglycaemia.

The recruitment process involved two strategies. First, 72 po-
tential participants were identified by two clinicians from out-
patient lists based on the inclusion criteria and informed about
the study via email, which included a link to the survey platform
‘SurveyXact’. This strategy yielded positive responses from 15
individuals, with 11 consenting to participate in the study. To
increase the number of participants, support staff at the diabe-
tes clinic, specifically medical students, directly approached el-
igible patients. These staff members provided patients with an
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information sheet and obtained consent for the research team to
contact them, thus maintaining a degree of separation from the
primary healthcare providers. This second strategy successfully
recruited an additional eight participants. Ultimately, 19 partici-
pants consented to and were interviewed for the study.

2.2 | Data Collection

Data is based on semi-structured interviews (Appendix 1). An
interview guide was developed through a two-fold approach.
First, a scoping review of existing T1D literature was under-
taken to identify key themes and gaps pertaining to daily living
and diabetes self-management [18, 22]. Second, the interviewers
conducted participant observation at the diabetes clinic, engag-
ing with healthcare professionals and patients to understand
clinical and personal aspects of T1D. This approach ensured
that the interview guide was both informed by academic in-
sights and grounded in clinical observations. The final interview
guide focused on participant's daily living with T1D, includ-
ing knowledge and beliefs, family and work, self-management
and interaction with the healthcare system [18]. All interviews
lasted on average 61 min (range: 43-87 min) and were conducted
by phone (n=16) or at the participants’' homes (rn = 3) by the first
and last author, who are both experienced in qualitative inter-
viewing. All interviews were digitally recorded and transcribed
verbatim.

2.3 | Data Analysis

We conducted a reflexive thematic analysis of the interview data,
adhering to Braun and Clarke's six-phase methodology, empha-
sising the importance of the epistemological foundation in shap-
ing the analytical process [23, 24]. Grounded in a critical realist
and contextualist perspective, our analysis recognised partici-
pants’ experiences as both real and socially interpreted within
specific cultural contexts. Critical realism allowed us to under-
stand the impact of diabetes as a real condition in participants’
lives, while also acknowledging that their living experiences are
shaped by societal norms and personal interpretations [19]. This
dual lens provided a foundation for analysing how participants’
experiences of Type 1 diabetes intersect with social practices.

2.3.1 | Initial Familiarisation and Coding

The initial phase involved familiarisation with the data through
repeated reading of transcripts by the first, third, and last au-
thors, fostering a nuanced understanding of each participant's
narrative [20, 23]. Notes and preliminary interpretations were
recorded, guiding the development of inductive, descriptive
codes focusing on segments linked to everyday experiences of
Type 1 diabetes, such as ‘feeling in control’ and ‘future hopes
and dreams’. We created a codebook to systematically define
and delineate each code, ensuring consistency and transpar-
ency. This codebook served as a foundation for analytical dis-
cussions among the research team, allowing us to refine initial
codes collaboratively. NVivo software facilitated data manage-
ment, helped maintain consistency in coding, organising data
segments systematically to support the thematic analysis.

2.3.2 | Theme Development and Refinement

Following initial coding, we organised codes into broader pat-
terns and began identifying potential themes, which we defined
as clusters of shared meaning central to the research question
[23]. Themes were iteratively reviewed and refined by compar-
ing them with the entire dataset and through reflexive discus-
sions, where the research team critically examined each theme's
alignment with participants' voices and the study's objectives
[20, 24]. We used thematic maps to visualise relationships be-
tween themes, testing and refining thematic structures as part
of our ongoing reflection process. For example, we initially titled
a theme ‘the meaning of bodily sensations,” which was later re-
named ‘embodied diabetes’ to holistically capture participants’
descriptions of living with diabetes as a part of their bodily
experience.

2.3.3 | Finalising Themes

In the final phases, we defined and named each theme to ensure
conceptual clarity, articulating the essence of what each theme
represented. Writing was integrated throughout the analytical
process to develop and sharpen analytical insights, identify con-
tradictions, and address potential weaknesses. To illustrate key
insights, we selected relevant quotes, which are presented in a
table format to maintain a balance between interpretive analysis
and participants’ voices. Throughout the process, we engaged in
reflexive discussions, examining our interpretations critically to
ensure alignment with participants’ perspectives and the study’s
objectives. This reflexive approach allowed us to deepen our
understanding and achieve a more nuanced interpretation of
the data.

2.4 | Ethical Considerations

This study focused on individuals considered ‘dys-regulated’
within a biomedical discourse, often perceived as ‘unable’ or
‘unwilling’ to adhere to dominant health norms. A central eth-
ical consideration was avoiding the reproduction or reinforce-
ment of dominant norms regarding ‘correct’ or ‘responsible’
health behaviour and we were aware of using sensitive, inclusive
and non-judgmental language in interviews. Also, recognising
the potential emotional nature of the topics, participants were
encouraged to contact researchers for support if needed.

According to the Scientific Ethics Committees for the Central
Denmark Region, ethical approval was not required due to the
absence of human biological materials. The study was registered
in the Internal Directory of Research Projects in the Central
Denmark Region (r. no. 1-16-02-189-22).

3 | Results

A total of 19 adults (10 women, 9 men; mean age 40 years) with
a varied duration of T1D (7-28 years) participated in the study.
Diabetes technologies played a role in diabetes self-management,
with five participants utilising both pump and sensor, 12 relying
solely on a sensor, and two using a traditional blood glucose meter.

30f 13



TABLE1 | Participant characteristics.

For a more detailed presentation of participant characteristics see
Table 1. Using thematic analysis, we identified four themes and
nine sub-themes, which are presented in Figure 1 to provide an
overview of the results. To give the participants a clear voice, illus-
trating quotes for each theme are presented in Tables 2-5.

3.1 | Theme 1: Embodied Diabetes

This theme describes how bodily sensations and responses
shaped the participants’ everyday experiences and management
of diabetes.

3.1.1 | Low Blood Sugar, no Thanks!

The analysis revealed how the unwelcome risk of having ‘too
low’ blood sugar was central to the participants’ daily negotiation
of diabetes, as it could impact the rest of one's day (Table 2, quote
1). Recovery from a situation of ‘low blood sugar’ was described
on a continuum, ranging from feeling nauseous and tired, to
experiencing extreme exhaustion and the sensation of the body
being ‘thrashed’ (Table 2, quote 2). Having (too) low glucose
levels was described as ‘the ultimate loss of control’ which con-
cerned both the bodily sensation of extreme craving for carbohy-
drates and the feeling of losing control over the physical body and
being dependent on others (Table 2, Quote 3). Feeling ashamed
and worrying about bodily responses during low blood sugars
were of concern in public and social situations, such as work or
being with their children (Table 2, Quote 4), and thus a moti-
vation for prioritising higher glucose levels in a range of social
situations.

Some participants described feeling ‘heavy’ and ‘tired’ during
high glucose levels, while others did not feel them or feel them
‘as much’. There was a general understanding that—as a bodily
sensation—‘a little too high’ was much preferable to ‘too low’
(Table 2, Quote 5). Also, some participants suggested that the
body over time could adapt to higher glucose levels, so that the
body primarily responded to rapid changes in blood sugar. As
some of the participants did not always feel a higher glucose
level in their bodies, it could sometimes come as a surprise—
and be a source of frustration—when a measurement turned

(n=19)
Gender
‘Women 10
Men 9
Age in years
20-30 5
30-40 3
40-50 9
+50 2
Diabetes duration
0-10years 9
10-20years 5
+20years 5
Use of technology
Pump & sensor 5
Sensor 12
Blood glucose meter 2
Educational level
Low 2
Medium 11
High 6
Current employment status
Full-time employed 9
Part-time employed 1
Disability pension 1
Vocational rehabilitation 1
Under education 5
Unemployed 2
Embodied Inescapable
diabetes diabetes
S CEEE—
Low blood sugar, My life is more
no thanks! than diabetes
| — | —
S— R
My unruly What works for
diabetes me
| N — | N —
—
Steady levels,
better body
FIGURE1 | Thematic map.

Desire for RIS
normalc interactions with
¥ the diabetes clinic
! S ! S
The balancing Between
act of .
diagrams and
concealment and >
N dialogue
disclosure
| —
. O
The burden of Friendly
planning and consultations,
ownership mixed outcomes
———— ~————
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TABLE 2

| Illustrative quotes from theme 1.

Theme 1: Embodied diabetes

#

1

Sub-theme

Low blood sugar, no thanks!

Illustrative quotes

‘If I lie too low, then I just start sweating, and then I start feeling bad,
and then I'm actually tired most of the day.” (Conny, > 40years)

‘Within twenty minutes, my blood sugar starts to stabilise, and then it becomes nice,
but then when you stabilise your blood sugar you're left with the bill afterward, because
it's as if the craving for carbohydrates in the body subsides. Your body feels completely
drained of energy, and it feels like you've run a half marathon or really exerted
yourself physically, so you feel that the muscles are at a low level of energy, and your
head feels like you've been working for twelve hours straight.” (Victor, <40years)

‘(After low blood sugar one morning], one of my roommates had to keep an eye on
me and make sure I got some sugar. He had been in contact with my mom, who
had called him and was worried. I remember that I didn't cry so much at that time
in my life, but right there, I cried because I was so embarrassed and apologised
for him having to spend the whole Sunday helping me.” (Henrik, <40years)

‘And I can't handle it at all if my son were to come home and find me with low blood sugar.
I mean, it will affect him for the rest of his life. That he finds his father like that. So yes,
better too high than too low. And I'm well aware, then there's all this with the side effects...

‘High blood sugar is, of course, also a problem, but it's a lesser problem because I usually
just get tired. But not like falling-asleep tired. It's just sluggish, so it's usually easier to
react to, and it's not nearly as time critical as with low blood sugar.’ (Michael, > 40years)

6 My unruly diabetes

‘Let's say that I've gotten up one morning, and my blood sugar is at 9.5, and then I

take the units I need without having eaten anything or done anything. My blood
sugar can then decide to rise to 15, 16, or 17, even though I haven't eaten anything,
and I'm also tired of that. And why it does that? I can't explain.’ (Jacob, >40years)

7 ‘It's like being in a strong gale and trying to sail against the wind when the wind is erratic.
In that sense, there are some days when you're insulin intolerant. You can take insulin,
and nothing happens. When does your insulin intolerance stop?’ (Thomas, <40years)

(o]

Steady levels, better body

‘So, if my blood sugar is not in control, I usually feel that I cannot

think as logically as usually. And basically, my brain just doesn't
work well. I'm feeling super stupid.” (Irma, <40years)

out high. The contradictory signals from both body and technol-
ogy heightened the perception of diabetes as unpredictable and
uncontrollable.

3.1.2 | My Unruly Diabetes

While a few participants currently experienced diabetes to be
‘predictable’ and ‘manageable’, most recognised diabetes as
something that could change character, be influenced, and
behave in unpredictable ways (Table 2, Quote 6). Participants
described the challenge of understanding the reasons behind
their body's varied responses to food, insulin, or exercise, some-
times finding it confusing or even impossible to decipher. Also,
emotional turmoil, such as stress, trauma, or grief, was experi-
enced as potentially ‘altering the diabetes’ to behave in new and
unpredictable ways, for example, by not responding to insulin
as expected and thus remaining with high glucose levels. As
such, diabetes was portrayed as highly individual and always in
change in ways that was ‘beyond reason’ or ‘difficult to explain’

(Table 2, Quote 7). This unruliness was depicted as particularly
frustrating when it hindered desired activities such as sports, so-
cial activities, or having a good night's sleep.

3.1.3 | Steady Levels, Better Body

When reflecting on the experienced value of a ‘well-managed’
and ‘stable’ diabetes, the participants pointed out bodily experi-
ences such as more energy, better sleep and more ‘clear thinking’
(Table 2, Quote 8). Following a self-described ‘negligent period’,
one participant described how he had realised that not attending
to his diabetes made him feel much worse both physically and
mentally than to make diabetes a priority. Subsequently, this
participant had experienced success in predicting and managing
the body and diabetes via sensor and pump. However, despite
their strong desire to better control diabetes and achieve lower
and/or more stable glucose levels, some participants continued
to grapple with maintaining habits and reaching their desired
outcomes.
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TABLE 3 | Illustrative quotes from theme 2.

Theme 2: Inescapable diabetes

# Sub-theme

9 My life is more
than diabetes

Quotes

‘And I believe—at least I've always been told—people have always had the perception
that I wasn't sick, and it has been extremely important for me to maintain that perception

people had of me because I never thought of myself as sick either.” (Julie, <40years)

10 ‘It's like a branch on the road. It's not really a big problem when you see it, and
every once in a while, you might stumble over it, and then things go wrong.
It's not a catastrophe in any way. It's just another obstacle on the path of life
that you have to jump over from time to time.” (Jacob, <40years)

11 ‘There are some days when I just find it difficult to get out of bed because it hurts so
much [due to chronic pain]. And I also know that it's not good because it means I can't
go out and get some exercise or maintain an activity level that helps manage my diabetes
better. So, it's a constant struggle, balancing how much my body can endure and how
my diabetes can be managed under these circumstances.” (Victor, <40years)

12 ‘When I'm at concerts there are usually some quiet songs, and it's almost a guarantee
that during one of those quiet moments, the sensor runs out of power. The alarm
goes off —something happens. There's no warning, and then it just beeps really
loudly. So now I put it in my bag where I can't hear it.” (Linda, > 40years)

13 ‘T remember when I wasn't that aware of my diabetes, then I worried a lot
about that. But right now, that I know that I do what I can to avoid later
consequences, I'm not really worried because anyway I'm doing my best, so why
should I be worried. That's the max what I can do.” (Irma, <40years)

14 What works for me

‘In addition to school I worked like 40 hours or kind of full time. During the night, I worked as

a bartender to like get enough money for a living. And I also needed to like finish my degree
and study a lot, and of course I wanted to go out sometimes. So, it was super hard to keep
my life together and also of course because a lot of stress my blood sugar was horrible. And
I remember at that time I didn't really have time to do any exercise, or go for a run, or gym
or something. So that also caused some problems as well the diabetes.’ (Irma, <40years)

15 ‘T just want to say, I'm not one of those really diligent people who inject themselves all the time.
I inject myself too little—I know that. I try to do it like three times a day.’ (Susanne, >40years)

16 ‘So, it means something to me, and it makes me conscious of it right now when I have
my daughter. I eat a bit more, if you understand, in that way, so my blood sugar is higher.

Because I simply feel that getting tired, well, I can relate to that. But dealing with low
blood sugar is not something a three-year-old daughter—soon to be four—should have to
deal with. So, I make some conscious life choices—and I must say, my dear professor has

also been a bit after me... That it went too far up now. In that way.’ (Anders, > 40years)

3.2 | Theme 2: Inescapable Diabetes

This theme describes the different ways the participants situated
and navigated diabetes as constant and inescapable in their ev-
eryday life. The subtheme ‘My body is more than diabetes’ de-
scribes how other aspects of the participants lives required their
attention, and the subtheme “What works for me’ describes how
participants found ways and routines that could make diabetes
fit into their everyday lives.

3.2.1 | My Life Is More Than Diabetes

While on one hand recognising that diabetes is a chronic con-
dition, many participants rejected categorising diabetes as ‘a
disease’ (Table 3, Quote 9). They believed such categorisation
would require disproportionate attention to diabetes compared

to other issues in their lives. Rather, they formulated diabetes as
‘a presence in my life’ or ‘something I will have with me forever’.
However, all described how the nature and acceptability of this
‘presence’ could change over time (Table 3, Quote 10). This ties
to the fact that diabetes must be managed and navigated along-
side all other issues that life has to offer, and it did not always
have a privileged position compared to family, work, mental
health, or financial issues. For example, one participant de-
scribed how the main issue in his life currently was that his son
was getting involved with ‘the wrong crowd’ and that situation
was more important than ‘time-in-range’. Another participant
in her 40s admitted to a current state of ‘semi-denial’, prioritis-
ing her stress-related mental health issues over diabetes. Others
described having several health issues to attend to, for example,
how chronic fatigue or ADHD were more impactful on every-
day life than high blood sugars (Table 3, Quote 12). These issues
took more attention or de-motivated diabetes self-management.
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TABLE 4 | Illustrative quotes from theme 3.

Theme 3: Desire for normalcy

# Sub-theme
17 The balancing act
of concealment

and disclosure

Quotes

‘Well, I actually find it to be private, and I think that thing about how everyone has an
opinion. I mean, if you have low blood sugar, you get aggressive—no, I actually didn't
know I did that. I mean, I don't, but people—they have this idea that you do, or should

you eat that? Or should you drink that? Or what if you get high on that or...? Those kinds
of things. People have a lot of opinions because diabetes is so well-known, and someone
knows someone who has it, and they've heard about this and that.” (Linda, > 40years)

18 Interviewer: ‘So, are you closer to understanding why it's allowed to take up so much space?’
‘Well, I'm also the type that when I need to attach my pump, change my pump, or my
sensor, I attach both the sensor and pump on my buttock because that's where there's

the least chance that people will notice it. Many have them on their forearm and triceps
because they recommend placing the sensor there. But I've always thought that made
it too visible. So, this thing about not wanting it to be visible takes up a lot of space, and
I keep telling myself that it doesn't matter, and these days it's quite normal. But I don't
know, I just can't bring myself to change the habits I have.” (Henrik, >40years)

19 ‘And the same goes for when I'm at concerts. Often, there's some quiet music, and it's
guaranteed to happen during one of those quiet songs where I can't predict that it's the
sensor that's run out of power or that the sensor needs to be replaced—something like that.
There's no warning, and then it just starts beeping loudly, and I'm just sitting there thinking,
“Who's the idiot that didn't turn off their cell phone and is looking everywhere else?” Right?
But if I'm wearing a thin blouse, then I have a light in my belly. So..” (Linda, >40years)

20 The burden of planning
and ownership

‘At my workplace, when it's time for lunch, I don't measure it [blood sugar] or
anything. I just eat and then when I am off work, I go home and see how it looks

[blood glucose level]. And I know that...—my doctor has asked me to do so—
it's a good idea to measure your blood sugar before a meal so you can take some
insulin before you eat. But it is just not going to happen.’ (Susanne, > 40years)

21 ‘In my previous workplace, I was always on guard because if there were
people nearby, I wouldn't do it. I would just wait and later carry my little
kit in my hand and go to the restroom to take it. So yes, it has actually
meant that I didn't take it at the right time.” (Casper > 40years)

22 ‘Now, I've never really... I've never had a girlfriend before, and I've always found
it difficult because, during intercourse, it's likely that, well... In some way, I've
taken off my pump, and we haven't talked about it. I mean, it's not something

I mention. And then I end up with higher blood sugar levels because I'm not
getting any insulin, so... Yeah, it's a bit problematic.” (Henrik, <40years)

The participants emphasised that being and feeling healthy is
a lot more than ‘perfect glucose levels’ and that feelings of joy
and well-being, having positive experiences and loving family
relations all counted in living a healthy life. The importance
of ‘balance’ was often stressed in the interviews and that the
presence of diabetes should not always outweigh other activities
that enhanced mental and physical health (Table 3, Quote 12).
Several participants enjoyed sports and physical activities which
paradoxically meant that they often prioritised having a higher
glucose level to be able to perform these activities.

Finally, the analysis showed how the daily navigation of the
multiple desires and demands of everyday life often outweighed
the more diffuse concerns about the potential diabetes-related
risks and complications of a distant future. While all partic-
ipants were aware of and acknowledged the diabetes-related
risk of future health complications, many also emphasised that
worry would be futile, as the future holds many, unpredictable

scenarios. Some emphasised that ‘the future is uncertain for all of
us’ (Table 3, Quote 13). One woman described how the late onset
of her diabetes made her less concerned about late complications
as she simply had ‘fewer years’ to develop them. However, a few
participants expressed concerns about future health issues which
motivated them to put diabetes self-management higher up on
the agenda of all the things and issues to be managed in their
everyday life.

3.2.2 | What Works for Me

Some participants considered themselves currently ‘in a good
place’ regarding diabetes self-management. They perceived
their current diabetes routines as ‘successful’ with diabetes
‘behaving predictably’ in response to carbohydrates and in-
sulin. These participants often compared the present situation
to previous periods in life (Table 3, Quote 14), where diabetes
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TABLE 5

| Illustrative quotes from theme 4.

Theme 4: Diverse interactions with the diabetes clinic

#

23

24

25

26

27

28

Sub-theme Quotes

‘Instead of simply stating my blood sugar is fine, it's nice that he goes a bit more specific.
And that he also shows me some of the things he bases his statements on instead
of me feeling that it's an estimate or a shot in the dark, that he can then say, based
on these and these data points, you can see this and this.” (Mathias, >40years)

Between diagrams
and dialogue

‘T may need a bit more specificity directed towards the individual... yeah, like...
what can we do for you, considering your high level of physical activity. Let's
focus on that. That's your main concern because your blood sugar keeps staying
high. Using time more wisely and perhaps a bit more specific to each individual.
Instead of it being the same kind of control every time.” (Linda, > 40years)

Interviewer: ‘And now you have a consultation scheduled for next
week? What do you expect from that consultation?’
‘T expect her [the clinician] to ask how things are going and then she will look at some blood
sugars and then... well, if the long-term blood sugars look good, then everything is fine. And
if they are a bit too high, then you have to think a bit more. And then I will say, “Yeah, but I
also need to make sure I don't crash when I'm out walking,” and then it is just a bit of small
talk. Because I don't really have anything I want to ask her about either.” (Susanne, >40years)

Friendly consultations,
mixed outcomes

‘But now I'm getting back to biking, and of course, it needs some adjustments from my
diabetes side. So, I went to the dietician, and she also recommended some different things, like
how to manage it, with biking and sports taking on a bigger role in my life.’ (Irma, <40years)

‘But sometimes, you might feel like, for instance, when it comes to seeing a dietitian, it's
okay if they tell you what to count and all, and then maybe I can do it for a week, but
then I just lose interest completely. So, it just doesn't work for me.” (Karen, >40years)

‘Now that I have [name of doctor], I have good support. I like that he accepts my alternative
approach to managing my diabetes. And he has the best of intentions when suggesting
some good tools to use, right? But as I say, I don't think I need them.’” (Helle, >40years)

29

Interviewer: ‘If they were to support you in a good way, if their resources

were not an issue at all, what could the clinic do for you?’
‘Tdon't know. I think I have hoped and believed that there could be improvement
for so many years, and yes, it has only turned out to be the opposite, so I
have kind of stopped hoping for anything.” (Victor, <40years)

30

Interviewer: ‘Are you motivated yourself for it to be lower

[blood glucose levels], or is it fine where it is now?’
‘I mean, yes, if you ask me and all, but they want it to be lower, but I just feel that
when I get it much lower, I become uncomfortable.” (Thomas, <40years)

31 ‘Not really, no. I have a reminder the day before “remember to upload your blood
sugar measurements. Period.” So that's it, but I'm also not someone who feels the
need to sit with doctors and talk to them for a long time.” (Susanne, > 40years)

had been less of a priority, more difficult, or less motivating
to manage.

Many participants described how a pragmatic approach to diabe-
tes self-management was currently what worked for them, even
though they recognised this approach as ‘suboptimal’ compared
to official healthcare standards (Table 3, Quote 15). Many relied
on routines regarding food intake and insulin administration,
and common to this group was that they often intentionally ac-
cepted higher glucose levels to be able to perform activities, for
example, not worry about falling while working as a scaffolder.
A divorced participant described being ‘on the straight and

narrow’ every other week but would maintain ‘too high’ glucose
levels during custody week for his children not to experience hy-
poglycaemia (Table 3, Quote 16). Others described, how diabe-
tes was high on the agenda and given relatively much attention
during the week to ‘let a little bit loose’ during weekends.

3.3 | Theme 3: Desire for Normalcy
This theme describes participants’ pursuit of normalcy by inte-

grating diabetes into their daily lives without letting it disrupt
their social interactions or define their identity.

80f13

Scandinavian Journal of Caring Sciences, 2025



3.3.1 | The Balancing Act of Concealment
and Disclosure

Participants recurrently described engaging in a delicate bal-
ancing act between concealing and disclosing their diabetes-
related activities. The nuances of this balancing act were evident
in various aspects of their daily lives, reflecting a substantial
impact on their interactions and self-perception. The partici-
pants articulated a rigorous effort to privately manage aspects
of their diabetes care, such as blood sugar measurements and
insulin administration. This discreet approach meant to keep
these activities away from public inspection (Table 4, Quote 17).
By doing so, they sought to maintain a semblance of normalcy
in their lives, protecting themselves from potential judgement
or unwanted attention, even if it meant accepting higher blood
sugar levels.

Several of the participants disclosed how they in detail would
plan their actions prior to participating in social events with
family, friends, and colleagues. This detailed planning was a
proactive measure to navigate social situations without drawing
unnecessary attention to their diabetes routines. They spoke of
carefully orchestrating their actions to seamlessly integrate di-
abetes care into their daily lives, minimising disruptions to the
flow of social interactions. To avoid social stigma, many partic-
ipants voiced a keen interest in not being visibly linked to their
diabetes technology (Table 4, Quote 18). This sentiment was par-
ticularly vivid in one participant's description, who expressed
his preference for wearing a sensor on his buttock rather than
his arm, despite the clinic's preference for the latter. He high-
lighted the personal challenge this posed when being intimate
with a woman, as it felt intimidating having the sensor in such
a private area. Another participant illustrated this further by re-
counting how she would occasionally disable her insulin pump
to avert the risk of it sounding an alarm (Table 4, Quote 19).
She shared an experience of it going off during a concert venue,
prompting her to sometimes proactively stop the device to avoid
such disruptions.

3.3.2 | The Burden of Planning and Ownership

Through the analysis this balancing act also exposed a tension
between punctilious planning and the strong wish for personal
ownership of one's life (Table 4, Quote 20). Participants often
felt compelled to thoroughly plan their lives to effectively man-
age their diabetes. However, this planning inherently conflicted
with their desire for normalcy and spontaneity.

In certain situations, participants would intentionally deviate
from their thorough planning, taking a temporary pause from
the routine demands of their diabetes. During these moments,
they would assert some kind of ‘ownership’ over their lives, and
they would temporarily distance themselves from the intricate
diabetes-related routines that typically had a tight grip on their
daily living. This ‘parking’ was their way of reclaiming a degree
of control over their lives and, in essence, disentangle them-
selves from the constant presence of their diabetes.

The participants’ ability to temporarily shed the weight of plan-
ning and assert control over their lives reflected the intricate

nature of their striving for normalcy. It showed the subtle bal-
ance they had to strike between conforming to diabetes man-
agement demands and asserting their independence (Table 4,
Quote 21). This complex interplay between planning and own-
ership further underscored the multifaceted challenges that par-
ticipants faced in their pursuit of normalcy.

The participants’ desire for normalcy shaped how they dealt
with in their everyday lives, hopes, and dreams (Table 4, Quote
22). These multifaceted experiences not only emphasised the
complexities of living with TD1 but also emphasised the resil-
ience and adaptability of the participants as they continued to
strive for a sense of normalcy amidst their circumstances.

3.4 | Theme 4: Diverse Interactions with
the Diabetes Clinic

This theme describes the participants’ varied and evolving ex-
periences with the diabetes clinic. It underscores that there's no
universal approach to consultations, even though certain find-
ings stood out more than others.

3.4.1 | Between Diagrams and Dialogue

First and foremost, the information and medical advice provided
by the health care professionals at the consultation was overall
regarded as comprehensible, though in some cases described as
‘medicalized,” with a distinct focus on numbers, statistics, and
graphs. For some participants, this way of communicating was
regarded as the preferred method and as simply ‘stating the
facts.” They preferred the consultations to be this way, revolv-
ing around time-in-range, managing blood glucose levels, and
insulin doses (Table 5, quote 23). Other participants described
this way of communicating to be detached from everyday life,
almost unaware of how they should subsequently integrate the
advice. They expressed a desire for a more pedagogical approach
(Table 5, quote 24), and thus called for personalised advice on
more challenging topics, such as stress management and signif-
icant life events.

3.4.2 | Friendly Consultations, Mixed Outcomes

The participants outlined their consultations with the clinic as
overall pleasant with an informal and friendly tone. Often per-
ceived as ‘nice chit-chats,” these interactions contributed posi-
tively to the participants' overall experience (Table 5, quote 25).
Some of the participants integrated advice offered by the clinic
when returning home. For instance, one woman described how
the advice of a dietician had a positive impact on navigating her
food intake in relation to physical exercise (Table 5, quote 26).
Other participants felt that the advice given during consultations
didn't significantly change their daily diabetes management.
However, it made them more aware of the various ‘wrongdoers’
that were obstructing their efforts to better manage their con-
dition. A woman gave insight as to trying to count calories for
a short period of time after a consultation with the clinic, but it
became too time-consuming quickly afterward (Table 5, quote
27). Usually, this had to do with some of the aforementioned

90f13



experience of diabetes as ‘inescapable’, and thus it faded into the
background when life in general took up time. For instance, one
woman described her bodily knowledge concerning diabetes as
more extensive than the clinicians and the advice they provided
(Table 5, quote 28), and so she disregarded their advice and con-
tinued to do what she had always done in managing her diabetes.

At other times, the consultation's lack of impact on everyday life
had to do with feelings of resignation towards managing dia-
betes. For example, one man explained how there seemed to be
no solutions offered to him by the clinic concerning his ongoing
periods of extremely low blood sugar during his sleep. This led
to him feeling lost towards managing his diabetes in an effec-
tive way, even though he wanted to do so (Table 5, quote 29).
Some participants described similar experiences, such as seek-
ing explanations for why stress appeared to impact their blood
sugar levels without being met with satisfactory answers. Others
simply disagreed with the medical conclusion that their diabe-
tes was dysregulated, holding contrary views about the state of
their condition, even though they were met with doctorly opin-
ions saying otherwise (Table 5, quote 30). When confronted with
questions concerning whether the participants prepared them-
selves for the consultation, the answer was usually no (Table 5,
quote 33). Some participants provided information as to why,
usually explaining their lack of preparation with a sort of intu-
itive insight as to whether their blood glucose levels were too
high or not. Others expressed just not having enough motivation
for doing so, sometimes relating to the aforementioned experi-
ence of already knowing how to manage their diabetes.

4 | Discussion

The present study exploring the lived experience of people with
T1D handling persistent hyperglycaemia highlights the critical
role of caring practices in supporting people in managing their
condition effectively. It provides insights into the multifaceted
nature of T1D, encompassing not only the clinical aspects of
the condition but also the personal experiences, societal percep-
tions, and psychological impacts that influence a person’s man-
agement strategies.

First, the results show how participants rejected categorising di-
abetes as a ‘disease’, which could be interpreted as a result of low
health literacy or avoidance behaviour. However, from a caring
perspective, this rejection can be understood as an expression
of individuals striving to maintain a sense of normalcy and au-
tonomy in their lives. Looking through the lens of ‘situated risk’
[16], these results suggest that the rejection of disease is not a
matter of ignorance but grounded in a more holistic approach to
health where cultural beliefs, personal experiences, and social
relationships are integral to the management and prioritisation
of everyday health and disease. Caring practices should there-
fore acknowledge these perspectives, engaging with patients in a
manner that explores their view of health. In this context, diabe-
tes is one of many factors that must be weighed against a myriad
of other issues of importance including work, family, and social
network. The participants demonstrated knowledge about the
relation between lifestyle choices, daily routines, and effective
self-management of T1D and they acknowledged the benefits of
keeping diabetes ‘well-regulated’. Sometimes, these benefits were

however overruled, for example, when keeping glucose levels
high to be able to perform enjoyed activities. From a caring per-
spective, it is important to recognise and validate these personal
priorities and work collaboratively with patients to find a balance
between effective diabetes management and quality of life. To
provide person-centred care for people like our participants, these
prioritisations of the risks of T1D must be acknowledged and
rather than attempting to correct an ‘inadequate understanding’
of the condition, clinicians must engage in their patients’ situated
risk scenarios where the love for family pizza nights, enjoying
busyness at work or concern about one's teenager may overrule
clinical concerns. Thus, this study resonates previous research
calling for the importance of emphasising personal experiences
and situated risk assessments in the management of T1D [25].

Second, the psychosocial aspects of living with T1D found in
our study, such as the roles of social support, stigma, main-
taining control, and striving for a semblance of normalcy, are
well-documented in existing literature [1, 26-28]. Navigating
life with T1D involves decisions about whether and how to dis-
close their condition, particularly in settings like the workplace
[29, 30]. Factors influencing this decision include the need for
medication during work hours, the impact of the condition on
work performance, access to support, potential stigma, and the
prevailing organisational culture [27]. Our findings further
reveal how disclosure is not simply a ‘yes or no’ decision but a
complex continuum of choices that impact a person’'s well-being
and sense of being cared for. While many participants described
a general openness with family, friends, or colleagues, they
often chose a more selective disclosure, mainly in regard to the
problems and frustrations that accompanies living with T1D.
Moreover, this selective disclosure continues to the diabetes
clinic, where some of the participants choose to discuss only is-
sues directly related to diabetes management, leaving out other
aspects of everyday life that might directly or indirectly impact
their T1D. This selective disclosure underscores the importance
of establishing trusting, caring relationships between health-
care professionals and patients, where individuals feel safe and
supported in sharing all aspects of their lives. It also raises ques-
tions about how healthcare professionals can ensure they have
full access to their patient's life world, in order to engage in more
holistic dialogues about everyday life and diabetes management.
Understanding the nuances of this disclosure continuum is im-
portant for developing holistic approaches to treatment and sup-
port that recognise the complex aspects of living with T1D. Our
study highlights the importance of acknowledging these disclo-
sure practices as central to the management of the condition.

Third, our findings add to the growing body of research that at-
tend to the experienced ‘unruliness’ of diabetes. From a ‘situated
risk’ perspective, in these situations the object of risk, diabetes, is
a shapeshifter that may change from without warning. Similarly,
Wijk and colleagues, recently described the frustrations of peo-
ple with T1D with unexpected glucose levels that changed from
day to day [31]. Similarly, our results document the experienced
frustration when agreed-upon diabetes management strategies
fail to have the expected effects due to the experienced unruli-
ness of diabetes. Caring practices should involve acknowledging
these frustrations and providing empathetic support, helping pa-
tients navigate these challenges without judgement. While prac-
tical and informational errors that may result in failed diabetes
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management are essential to identify and address in clinical
encounters, continued focus on investigating the patients’ lived
experience of unruliness and take them at face value will be
fruitful. As glucose regulation frequently can be a trial-and-error
experience that is influenced by many issues like stress, sleep,
ovulation, and even beyond. This speaks in favour of continuing
to collectively investigate the unruliness of the individual per-
son's diabetes and assist them in experimenting with and finding
individually acceptable solutions if possible.

A strength in our study is the use of qualitative methods to
thoroughly investigate the complex beliefs, attitudes, and
behaviours associated with unexplained hyperglycaemia,
offering detailed insights into the psychosocial and cultural
factors at play. To enhance trustworthiness, we maintained
reflexivity throughout the research process, employed re-
searcher triangulation to challenge the material and initial
interpretations, and aimed to provide a transparent and thor-
ough account of the decisions made during the entire research
process. Dependability was addressed by keeping detailed
notes of methodological decisions and the analysis process.
However, although telephone interviews facilitate access to
a wide array of participants and may encourage more honest
disclosures, they also present challenges in capturing non-
verbal communication and establishing rapport. Moreover,
the present study faced potential selection bias due to recruit-
ing from a specific clinic list with a low response rate, yet
purposeful sampling was employed to achieve sufficient in-
formation power [32]. Future research should include broader
minority representation.

5 | Conclusion

This study reveals that managing T1D is not only about knowl-
edge gaps but also about navigating daily life complexities and
contextual or situated risks. Through a caring perspective, we
uncover the nuanced ‘continuum of disclosure’ where people
with T1D manage privacy around their condition. Additionally,
the perception of diabetes as ‘unruly’ reflects its unpredictable
nature, resisting even well-informed self-care strategies. It is
therefore essential for healthcare professionals to engage in
compassionate, patient-centred care, understanding their pa-
tients' life worlds and genuinely validating their experiences to
effectively support both regulated and dysregulated diabetes.
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Notes

Topic

Questions

Introduction and

The study aims to understand what daily life is like for people with Type 1

Ensure participants are informed

purpose of the study diabetes who often have high blood sugar levels that are hard to control. It about consent and confidentiality.
focuses on their thoughts and feelings about living with diabetes and their
experiences with healthcare.
Background and daily ~ Could you start by telling me a bit about yourself? (age, living situation, daily Collects demographic.
life activities)
Diabetes history Before we talk more about your daily life now, can you tell me a bit about Establishes background information
when and how you were diagnosed? on diabetes onset, management, and
How would you say type 1 diabetes impacts your everyday life? impact over time.
What equipment do you use to manage your diabetes?
How often do you check your blood sugar?
Have there been times when diabetes has affected your daily life more
significantly?
Everyday life and Can you walk me through a typical day and explain when diabetes comes to Discusses how diabetes is integrated
diabetes mind or requires attention? into or disrupts daily routines and
Are there times when you forget or deliberately ignore your diabetes? explores specific challenges and
Are there any particular worries or future concerns you have about diabetes? concerns.
Could you describe any triggers or situations where managing diabetes
becomes more challenging?
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Appendix1 (Continued)

Topic Questions Notes

Interaction with Do you attend regular check-ups for your diabetes? Where do you go, and Focuses on interactions with

healthcare services what are those visits like for you? healthcare providers and any
Could you describe your last check-up or follow-up appointment? perceived support or gaps.

Do you feel healthcare staff understand you and take you seriously?
What would an ideal level of blood sugar control look like for you, and how
could healthcare professionals better support you?

Support and Are you part of any community or group with others who have type 1 Explores social support and any
community diabetes? unmet discussion needs.
Is there anything else you would like to add or anything you expected to
discuss that we haven't covered?

Closing Thank participants for their time and input.
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