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Abstract

Summary Osteoporosis affects patients emotionally, yet this aspect is often overlooked. This study found that fear, identity
changes, and communication issues shape daily life and self-care. Trust in healthcare providers fosters positive engagement.
Addressing emotional experiences can enhance patient-centred osteoporosis care and support treatment adherence.
Purpose To explore the emotional experiences of individuals living with osteoporosis, with the aim of improving under-
standing of how these emotions influence self-care behaviours and treatment adherence.

Methods In this qualitative descriptive study, we conducted in-depth semi-structured interviews with 20 participants diag-
nosed with osteoporosis, recruited through convenience sampling from an outpatient osteoporosis clinic in central Italy.
We coded the interviews deductively and analyzed data using Mayring’s qualitative content analysis framework. We used
a priori thematic saturation as the criterion for stopping sampling. We reported data in accordance with the Consolidated
Criteria for Reporting Qualitative Studies (COREQ) checklist.

Results Participants (1 male, 19 females; age range 55-78 years) expressed a wide emotional spectrum associated with
living with osteoporosis. Four overarching themes were identified: (1) emotional and psychological impact of the disease,
(2) relationship with one’s identity and body, (3) interaction with healthcare professionals, and (4) managing the disease in
daily life. Negative emotions, including fear, anxiety, and frustration, were frequently linked to uncertainty about treatment,
insufficient communication with healthcare providers, and concerns about the disease progression. Conversely, positive
emotions such as trust, hope, and satisfaction emerged when participants felt supported and engaged in their care. These
emotions were associated with a stronger motivation for self-management and treatment adherence.

Conclusion Living with osteoporosis involves a complex interplay of emotional responses that significantly affect patient
engagement and disease management. Promoting effective communication and fostering trust between patients and healthcare
providers are essential to supporting emotional well-being and enhancing adherence to osteoporosis care plans.
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tion, leading to increased tissue fragility and a higher risk
of fractures [1]. More than 200 million people worldwide
are currently affected, a number projected to grow substan-
tially with global population ageing [1, 2]. Between 1990
and 2019, osteoporosis-related deaths increased by 111%
and disability-related life years lost by 94%, highlighting its
rising global burden [3].

Beyond its clinical consequences, osteoporosis has
a profound impact on patients’ lives, influencing daily
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functioning, social interactions, and psychological well-
being [4]. Qualitative research is particularly valuable for
understanding these personal experiences, as it provides
insight into the meaning patients assign to their condition
and how these perceptions shape health behaviours [4].

While the physical consequences of osteoporosis, such
as fragility fractures, have been extensively studied, less
is known about the emotional dimension of living with
the disease [4, 5].

Previous studies have shown two contrasting perspec-
tives: some patients perceive osteoporosis as a minor
condition requiring little attention [4, 6, 7], often under-
estimating its risks and thereby increasing the likelihood
of medication nonadherence [8—10]. Others, by contrast,
view it as a highly disruptive illness, associated with iso-
lation, fear of the future, and loss of identity [4, 5]. Other
studies have reported uncertainty about risks, treatments,
and interactions with healthcare professionals, occasion-
ally framed as opportunities for self-care [4, 5]. Impor-
tantly, osteoporosis has been identified as a risk factor for
depression [11, 12], poor self-care behaviours and coping
strategies [6, 9, 11-16], inequities in healthcare, profound
changes in identity [4, 17-20], and low medication adher-
ence, which are essential for improving morbidity and
mortality [8].

Literature also reports how fragility fractures significantly
impact the overall quality of life, contributing to increased
levels of anxiety, altered social interactions, and affected
physical appearance and self-image, highlighting that these
changes can be as distressing as pain and functional limita-
tions [12, 16, 17].

Despite this body of work, studies exploring patients’
lived experiences and the emotional impact of the disease
remain limited. A qualitative meta-ethnography by Barker
et al. provided a synthesis of patient perspectives but was
published in 2016 [4]. A more recent meta-synthesis [21]
examined knowledge and concerns regarding bone health;
however, its scope was general and did not fully capture the
lived experience of osteoporosis nor explore the emotions
associated with it in depth.

More recent primary research has provided important
insights, yet it largely focuses on specific and isolated
aspects of the OP experience, such as knowledge or percep-
tions of the disease, the diagnosis or the treatments [5-8,
10, 22], patient-reported barriers [9], and physical activity
interventions [23]. Additional research has explored lifestyle
integration of management advice [24], the impact of physi-
cal changes [17], participation in symptom management pro-
grammes [25], men’s perceptions [18-20], and quality of
life outcomes in older adults [26]. While these contributions
are valuable, they remain fragmented and do not capture the
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broader and holistic lived experience of osteoporosis or the
emotional dimensions of living with this condition.

While previous research has highlighted perceptions,
beliefs, or aspects of disease management, emotions have
often been reported incidentally rather than analyzed com-
prehensively and globally.

Our study aims to provide an updated and comprehen-
sive overview of the range of emotions associated with
osteoporosis but also to offer novel insights into their
relative frequency and prominence, thereby highlighting
which emotional responses most strongly shape patients’
experiences and self-care.

Methods
Design

We conducted a qualitative descriptive study [27] with regular
team discussions to minimize bias. We used a non-probabilis-
tic convenience sampling strategy [28, 29] and chose a priori
thematic saturation as the criterion for stopping sampling [27,
30, 31]. We conducted a content qualitative analysis follow-
ing the seven steps of the Mayring method [32] and revised
the assessment principles midway through the interviews to
check their appropriateness to the research question. After
processing all the interviews, we reported the findings narra-
tively, organizing them into relevant themes and incorporating
participants’ quotations. We ensured the quality criteria and
discussed them following Lincoln and Guba’s criteria [33].

Inclusion and exclusion criteria

We included patients aged > 65 years for men
and > 50 years or postmenopausal for women, with a
primary diagnosis of osteoporosis (either senile or post-
menopausal), a T-score lower than —2.5 standard devia-
tions (SD) on bone mineral density assessment, cognitive
orientation, and provision of informed consent.

Patients were excluded if they were younger than the
specified age thresholds, had secondary forms of osteo-
porosis, exhibited a T-score higher than —2.5 SD, experi-
enced cognitive impairment, faced language barriers, did
not provide informed consent, or withdrew from the study.
Secondary osteoporosis was excluded through a detailed
review of the participants’ medical records. Additionally,
women with a history of bilateral oophorectomy (with or
without hysterectomy) were excluded due to iatrogenic
menopause, whereas those with hysterectomy alone (with-
out removal of the ovaries) were eligible for inclusion.
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Study setting and recruitment

Participants were recruited using a convenience sampling
method from the OP Outpatient Clinic at the Policlinico Tor
Vergata, a general hospital in central Italy, between March
and June 2023 [34]. All eligible patients attending the clinic
during the recruitment period were invited to participate.

Clinical and sociodemographic data were collected in
person, concurrent with obtaining informed consent. Of the
74 patients approached, 51 declined to participate due to the
inability to use technological devices (as interviews were
conducted via video call) or a lack of interest. Among the 23
patients who consented, three withdrew during the study due
to a loss of interest or challenges in attending the interviews.
We approached participants in a welcoming and support-
ive manner to encourage open and comfortable expression.
Once they felt at ease, we collected their sociodemographic
data and conducted a semi-structured interview to elicit
detailed descriptions of their experiences of living with OP
[35]. We stopped convenience sampling after interviewing
20 participants, as data saturation was reached.

Data collection

Interviews were performed by two trained nursing PhD
students via video call (using the WhatsApp VoIP system).
Interviews were conducted remotely via video calls using
the WhatsApp application, with participants situated in their
homes. No individuals other than the participant and the
interviewer were present during data collection. A semi-
structured interview guide with predefined questions and
prompts was used to facilitate comprehensive responses
(Appendix Table 3). The first three interviews served as a
pilot test to assess the suitability of the set of questions to
answer the research question and their comprehensibility
and were included in the analysis.

On average, the interviews lasted for an average of 23
min (ranging from 7 to 36 min) and were all audio-recorded
and transcribed verbatim by the same interviewers who did
the interviews [32]. During the interviews, the interviewers
also took field notes to document general impressions and
specific characteristics of each participant to inform data
analysis. The transcriptions were not returned to the par-
ticipants; however, key points were summarized during the
interviews for clarification and participant input.

Data analysis

We performed a qualitative content analysis following
Mayring’s methodology [32]. We developed a codebook
deductively, consisting of 62 codes grouped into 12 cat-
egories and four general themes. Each code was given a
definition derived from previous studies on the topic. Two

coders blindly and independently coded the data and were
supervised by a third coder who is an expert in qualitative
methods. This expert reviewed the analyses and resolved any
conflicts between the two coders during the coding process.
We applied an emotion coding technique to develop codes
related to the emotions expressed by participants regard-
ing their experience with OP [36]. After coding 10% of the
transcriptions, the coders reviewed the coding guidelines
and codebook to ensure alignment with the research ques-
tion. See the code tree in Fig. 1. The anchor samples and the
codebook are available as supplementary material (Appen-
dix Table 4-5).

Rigour and reflexivity

The research team had prior experience in qualitative data
collection and analysis, particularly in chronic disease con-
texts, and received specific training through doctoral semi-
nars. The interviewers were knowledgeable in osteoporosis
research, having previously been involved in related studies.
However, no prior relationship existed between the interview-
ers and participants. Due to the transient nature of participants
in the clinic, ongoing engagement for participant feedback
on findings was not feasible. To ensure the credibility of the
results, we engaged in prolonged interactions with the partici-
pants, while dependability was maintained through a detailed
description of data collection and analysis. The involvement
of research team members with different areas of expertise
strengthened the confirmability of the study. To enhance the
transferability of the results, we provided a detailed descrip-
tion of the participants’ experiences [37].

Ethical consideration

We obtained ethical approval from the Independent Ethics
Committee of the Tor Vergata Polyclinic on December 2,
2022, under registration number 211.22. All participants
provided informed consent prior to participation. Partici-
pants were assured of anonymity and confidentiality; no
identifying information was included in the transcripts or
results. Each participant was assigned a unique code, fol-
lowed by age and gender for clarity of interpretation. Audio
recordings were securely stored on a password-protected
device and were permanently deleted after transcription and
data verification.

Findings
Sociodemographic and clinical variables

The study participants were 20, aged between 55 and
78 years (mean=67.25+6.21 SD), all Italian. Most of the
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Fig.1 Code tree

sample (65%, n=13) was married or cohabiting and retired
(60%, n=12). Of the sample, 60% (n=12) reported no his-
tory of fragility fractures (Table 1).

Overview of coded data

A total of 992 emotion-related codes were identified in the
interviews. The average number of codes per interview was
50, with a maximum of 118 and a minimum of 18. The most
frequently reported emotions corresponded to the following
codes: being motivated (81 codes), uncertainty (47 codes),
confusion (45 codes), need of support from care profession-
als (44 codes), and disappointment (45 codes). In the fol-
lowing paragraphs, the most frequent codes for each theme
are presented. The total frequency for each code is shown
in Table 2, and the code frequencies for each interview
are listed in Appendix Table 6. Frequencies are provided
solely as descriptive indicators to enhance transparency and
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contextualize the distribution of emotional experiences,
without implying that a theme’s importance depends on its
occurrence.

Emotional spectrum and key themes

The analysis revealed a diverse emotional spectrum, which
was organized into prominent themes: emotional and psy-
chological impact of the disease, relationship with one’s
identity and body, relationship with healthcare profession-
als, and managing the disease in daily life.

In general, positive emotions and a trusting relationship
with healthcare professionals were more frequent among
younger participants (average age 64.4) (“I certainly found
some knowledgeable people who, let’s say, definitely
gave me reinforcing advice regarding what I was already
doing.” Pt. 017, 60 years), while older patients tended
to express negative emotions and feelings of distrust or
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Table 1 Sociodemographic and clinical characteristics of participants

ID  Sex Age Marital status Education Occupation Year of diag- Accidental falls Fracture, site Treatment
nosis
1001 Female 68 Single High school Retired 2016 Yes Alendronate;
vitamin D
1002 Male 64 Married Lower second-  Retired 2020 No Denosumab;
ary school vitamin D
1003 Female 67 Married High school Housewife 2018 Yes Calcium carbon-
ate 4+ cholecal-
ciferol
1004 Female 59 Widowed Lower second-  Unemployed  20/04/15 Yes Vitamin D;
ary school calcium carbon-
ate; bispho-
sphonates;
rosuvastatin
1005 Female 60 Widowed High school Retired 2021 No No treatment
1006 Female 69 Married High school Retired 2013 Yes Yes, left Alen-
malleolus dronate + chole-
calciferol;
vitamin D
1007 Female 75  Single Elementary Retired 2023 Yes Yes, wirst Bisphosphonates
school
1008 Female 70 Married Lower second-  Housewife 2015 No Yes, vertebral Denosumab
ary school
1009 Female 71 Married Lower second-  Retired 2010 Yes Yes, vertebral Alen-
ary school dronate + chole-
calciferol;
vitamin D
1010 Female 55 Divorced Lower second-  Manual worker 2022 Yes Bisphosphonates
ary school
1011 Female 72  Single Lower second-  Retired 2015 No Denosumab;
ary school vitamin D
1012 Female 76 Married High school Retired 2013 Yes Yes, left Denosumab;
malleolus vitamin D
1013 Female 70 Married High school Retired 2013 No Yes, vertebral Denosumab;
vitamin D
1014 Female 62 Married High school Employee 2016 No Denosumab;
vitamin D
1015 Female 64  Married High school Unemployed 2017 No Bisphosphonates;
vitamin D
1016 Female 63  Single University Employee 2008 Yes Denosumab
degree
1017 Female 60 Married Lower second-  Unemployed 2020 No Yes, pelvic Denosumab;
ary school vitamin D
1018 Female 78 Married Elementary Retired 2000 Yes Yes, left and Bisphosphonates;
school right femurs vitamin D
1019 Female 73 Married Lower second-  Retired 2013 No Calcium carbon-
ary school ate + cholecal-
ciferol; vitamin
D; denosumab
1020 Female 69 Married High school Retired 2013 No Denosumab

a greater need for support from healthcare profession-
als (average age 69.5) (“... when they call you for these
visits they should also be much clearer...but instead they
don’t tell you anything. Honestly, I don’t like it.” Pt. 012,
76 years).

Emotional and psychological impact of the disease

Participants frequently expressed negative emotions related
to their condition, such as anger, anxiety and worry, disap-
pointment, fear, and frustration.
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Table 2 Total frequency for each code
Code Frequency Code Frequency
Abandonment 8 Need for information 4
Acceptance 14 Need of support from care professionals 44
Anger 20 Negative relationship with healthcare professionals 37
Anxiety 22 Not perceiving pain 1
Awareness of the disease 1 Perceiving the manifestations of the disease 27
Be doubtful/suspicions 10 Perception of fragility fracture 2
Being motivated 81 Physical decline 10
Confusion 45 Positive relationship with healthcare professionals 25
Curiosity 5 Positivity 30
Dependency from others 4 Pride 2
Desire for independence 8 Rejection of the disease 16
Desire to be healthy 5 Relief 2
Desire to be healthy for others 4 Resignation 17
Disappointment 45 Sadness 8
Embarrassment - Satisfaction 20
Fear of falls 15 Self-neglect 34
Fear of fracture 17 Self-perceived burden 12
Fear of future 23 Self-confidence, self-esteem 9
Fear of side effects 7 Self-love 7
Feeling inadequate 5 Sense of helplessness
Feeling lucky 26 Serenity 17
Feeling of becoming old 9 Shock 5
Frustration 30 Side effects 15
Having the support from others 1 Skepticism 1
Hesitation in taking medicine 20 Struggle 13
Hope 12 Struggle with an invisible disease 10
Indifference 3 Symptom burden 33
Isolation 1 Trust in healthcare professionals 34
Lack of awareness 1 Uncertainty 47
Loneliness 3 Vulnerability 15
Mistrust in healthcare professionals 26 Worry 23
Total 992

Anger was expressed towards how the disease has been
managed and the healthcare system. (“It is true that...if the
doctor dedicates 5 more minutes to each patient, I think the
patient would be more satisfied because like this it’s zero
[emphasizing the word ‘zero’ by raising the voice]. Really,
it’s zero!” Pt 012). Participants reported also anxiety and
worry about the disease progression, medication side effects,
and future health outcomes. (“The side effects...of the medi-
cations I take to treat the illness...this creates this anxiety,
[sighs]...if I make a mistake, if I do something wrong...
This whole situation creates this constant anxiety, so you’re
never at ease.” Pt 011). Additionally, for individuals who
were informal caregivers of loved ones, OP presented a
heightened concern, as they were acutely aware of their
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responsibility to care for others and the potential conse-
quences of becoming ill themselves.

Disappointment and fear were other negative emotions:
the first was related to the relationship with doctors, diffi-
culties in accessing care and the implications of the disease
(“Unfortunately, they go to the moon, but they don’t study
this other thing [sighs]” Pt 011), the second was related to
the future, falls, and fractures that permeate everyday life
and influence decisions and behaviours (“I'm always scared,
you know? Since I also have the femur at risk of fracture,
I’'m afraid of falling, you know [sighs].” Pt 010). Participants
expressed also frustration which was related to delays in
diagnosis or treatment, the side effects of medications, and
the limitations imposed by the disease. (“If I had known
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earlier, I would have started earlier as well, you know.” Pt
010).

Despite the challenges, many participants expressed posi-
tive emotions such as positivity, satisfaction, and luckiness.
Positivity was related to one’s perspective on life and the
impacts that OP has on it (“...In life you can do everything,
you just need to be careful, right?”” Pt 004). Satisfaction was
expressed when participants achieved treatment adherence
or physical activity goals. Additionally, patients emphasize
how the skills acquired to manage stress, the sharing of the
therapeutic journey, and physical activities such as walk-
ing on the beach have enhanced their quality of life. Thera-
peutic assistance was considered essential for both physi-
cal and emotional improvement, enabling individuals to
approach life with serenity and free from the burden of pain
(“In moments of extreme stress, let’s say, I was also able to
cope with stress by relying on these skills and knowledge”
Pt 014). Additionally, many patients felt lucky because they
perceived their condition as less severe compared to others
or because they did not experience significant symptoms,
emphasizing their perceived fortune in maintaining a good
quality of life despite the diagnosis (‘“There are also those
who are worse off” Pt 004).

Patients often expressed a range of emotions related to
confronting the unknown, including confusion regarding the
disease evolution and the available therapies (“So, I don’t
know if it depends on osteoporosis or, as I said before, it
could be simple pain or... it’s osteoarthritis, maybe not,
maybe it’s not there. But it could be the consequence of
osteoporosis, so I don’t know how to link it to that” Pt 002),
and a sense of uncertainty related to the prescribed therapies,
symptoms, and consequences of OP (“Now they’ve changed
my medication, but I’m hesitant—I’m doing some research,
investigating.” Pt 001).

Relationship with one’s identity and body

Participants reported a sense of physical decline related to
the effects of the disease and the pain it entails (“I'm prac-
tically curling in on myself, I mean I’'m bending, hunch-
ing over.” Pt 003), along with self-perceived burden (...
having recently lost my husband, and I still have children
to think about, I wouldn’t want to be a burden on them,
you see, because there’s also this motivation to maintain
physical health.” Pt 005). Participants’ perception of the
manifestations of the disease highlighted, in some cases,
how they were able to notice changes in their health status,
while others underscored the fact that OP was often a silent
disease and difficult to perceive (“...I don’t feel the OP, but
I know it’s there from the graphs and the values, but it’s not
something that gives me... I don’t feel anything physically.”
Pt 001).

Relationship with healthcare professionals

The quality of the relationship with healthcare professionals
significantly influenced participants’ experiences. Positive
relationships with healthcare professionals fostered trust and
feelings of support (“My family doctor is always my primary
point of reference” Pt 013). However, there were notable
expressions of mistrust and reports of negative relationships
with healthcare professionals, often tied to insufficient com-
munication or unmet informational needs (‘““The whole thing,
as it was presented to me, also involved the pharmaceutical
representative, who seemed to me like a vacuum cleaner
salesman [sarcasm]...I interpreted it as — Go ahead and take
it because we need to sell it — [laughs]” Pt 001). In general,
a strong need for support from care professionals emerged
as critical (“Now it has become like the Wild West here,
because it’s really not possible to say all these things to the
doctors... then they keep changing constantly, and one tells
the other, one comes after and the other who arrives knows
nothing...” Pt 011).

Managing the disease in daily life

Participants expressed both positive and negative ways
to approach the disease. Those who were more motivated
towards self-care were generally younger, and their motiva-
tion was accompanied by other positive emotions such as
trust in healthcare professionals, positivity, acceptance, and
hope. On the contrary, patients who expressed more pro-
nounced self-neglect behaviours were less trusting in their
relationships with healthcare professionals, hesitant in tak-
ing medications, and displayed feelings of confusion, fear,
and frustration with their condition. More specifically, the
participants expressed strong self-motivation, self-neglect,
hesitation in taking medications, and symptom burden.
Many patients felt a strong self-motivation in taking care
of their health because this was an essential personal respon-
sibility for preventing complications and maintaining inde-
pendence. Their commitment to improving their condition
and staying healthy was driven by a desire for longevity,
autonomy, and the ability to contribute to the well-being
of others, perceiving it not as a burden but as an empower-
ing choice (“Simply taking medication can’t help us... it’s
a commitment that the person...takes on, so that the treat-
ment process can have a good outcome and be facilitated”
Pt 016). Other patients, on the other hand, expressed a man-
agement of their disease driven by self-neglect (“I know
what I should do, but I don’t do it, ehh... I'm a bit stupid
because by not taking care of myself, I obviously also know
what I’'m facing, but I don’t try to soften the blow” Pt 001),
while many participants, particularly those with a distrustful
relationship with doctors, expressed feelings of hesitation in
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taking medications (“But now they’ve changed my medica-
tion, and well, I'm hesitant...I’m doing research, investiga-
tions [laughs]” Pt 001). Furthermore, the symptom burden
associated with the disease affects numerous participants (“I
am practically collapsing in on myself, I mean, I'm bending,
hunching over” Pt 003).

Discussion
Emotional experiences and perceptions of OP

This study provides valuable insight into the emotional
experiences of individuals living with OP, highlighting a
complex spectrum of both negative and positive emotions.
The novelty of our study lies in its ability to reveal a wide
range of emotions, identifying more than 60 distinct codes
related to different emotional experiences associated with
living with OP. Notably, some of these codes were added ex
novo, as they have not been previously reported in the litera-
ture, including Skepticism, Self-love, Desire to be healthy,
Indifference, Serenity, Pride, and Relief.

Our findings are partially consistent with prior research
demonstrating that individuals with OP experienced sig-
nificant emotional distress, characterized by anxiety, uncer-
tainty, fear, and frustration, often linked to disease progres-
sion, medication side effects, and the impact of the condition
on daily life [4, 5, 11, 12, 21, 26]. The identification of a
psychosocial burden of OP, particularly in relation to physi-
cal and self-image concerns, fear of fractures, and appre-
hensions regarding long-term treatment, also confirms the
findings of other recent qualitative studies [17, 21, 22].

Moreover, while prior research has highlighted the topic
of fear of falls and fractures and the associated limitations
[5, 17, 19, 25], our findings interestingly add that this fear
is often coupled with a sense of confusion and frustration
about the lack of clarity regarding treatment options and a
palpable feeling of invisibility within the healthcare system.

Notably, we observed that positive emotions were more
prevalent than previously reported [18, 19, 21, 26]. Although
this is a qualitative study and no statistical comparisons were
performed, there appears to be a descriptive trend suggest-
ing that individuals with fragility fractures may report more
negative emotional responses compared with those without
fractures, suggesting that perceived disease severity influ-
ences emotional responses. This observation should be inter-
preted cautiously, and further research is needed to explore
whether this pattern holds in larger samples.

This explicit focus on emotional valence and variability
across clinical subgroups has not been systematically exam-
ined in prior research and needs investigation.
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The patient-healthcare professional relationship

Many participants reported feelings of alienation or frustra-
tion in their interactions with healthcare professionals, often
perceiving neglect or a lack of empathetic communication,
which is consistent with findings from previous research [4,
5, 21]. However, our study further identified that these issues
were often tied to a lack of trust in the healthcare system,
particularly concerning the efficacy of treatments and the
long-term management of OP.

A key finding was the direct link between patient trust
and emotional well-being. In fact, participants who trusted
their healthcare providers were generally more positive,
motivated, and satisfied. Conversely, those who lacked trust
in healthcare professionals more often expressed negative
emotions, such as hesitation regarding medications, self-
neglect, confusion, insecurity, fear, anxiety, and disappoint-
ment. While individual coping styles may play a role, these
findings underscore the critical role of healthcare profes-
sionals in shaping patients’ illness experiences and influenc-
ing their motivation for treatment adherence, self-care, and
consequently the disease outcomes.

The role of emotions in taking care of one’s health

Our study also explored how emotional responses influence
the way individuals take care of their health, such as medi-
cation adherence and lifestyle changes. The most frequently
coded emotion, motivation, was often linked to a strong
sense of responsibility for health maintenance, especially
among younger participants (59 to 69 years). These indi-
viduals were more proactive in managing their condition
and expressed more frequently emotions such as positivity,
trust, and acceptance of their illness. In contrast, participants
who reported higher levels of self-neglect were more likely
to report confusion, frustration, anxiety, uncertainty about
the treatment, and distrust in healthcare professionals. These
results support previous findings which found that a positive
perception of one’s health status and treatment options is
linked to greater medication adherence [8]. This highlights
how taking care of one’s health is not only influenced by
rational or knowledge-based factors, suggesting that emo-
tional states and perceptions play a significant role in shap-
ing self-care practices.

Strengths and limitations

Our study has several limitations. First, the relatively small
sample size may not fully capture the diversity of experi-
ences among individuals with osteoporosis, although data
saturation was achieved. Second, the use of a convenience
sampling method may limit the generalizability of the find-
ings. Although all eligible patients attending the clinic
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during the study period were invited to participate, the sam-
ple may not be representative of the broader population of
individuals with osteoporosis. In addition, the sample was
recruited from a single outpatient clinic and consisted exclu-
sively of Italian participants, which may restrict the appli-
cability of the results to other geographic or multicultural
populations. The gender imbalance observed in the sample
may further influence the transferability of the findings.
Moreover, although some interviews were relatively brief,
they nonetheless yielded meaningful and relevant data that
contributed to the thematic analysis. Finally, the reliance on
self-reported data may introduce recall and response biases.

Despite its limitations, our study has also several
strengths. The adopted qualitative design has offered rich
insights into the emotional dimensions of OP. The deductive
approach used to code emotional responses was rigorously
implemented, following specific methodological criteria and
conducted in a blinded manner by multiple researchers. This
ensured a structured yet flexible analysis of the interviews,
allowing for the identification of a broad spectrum of emo-
tional experiences.

Recommendations for further research

Future research could build on the findings of this study
by examining how emotional responses evolve over time,
particularly in relation to fracture events, changes in treat-
ment, or participation in educational interventions. Further
investigations could clarify the impact of specific emotions
on treatment adherence and self-care behaviours, potentially
guiding the development of targeted interventions aimed at
improving both emotional well-being and disease manage-
ment. Finally, cross-cultural studies would be valuable to
assess whether the spectrum of emotions identified in this
study is consistent across diverse populations.

Implications for policy and practice

Our findings highlight the importance of integrating emo-
tional support into OP care, moving beyond a purely bio-
medical approach to a holistic, patient-centred model.
Healthcare providers should be aware of the diverse emo-
tional experiences associated with living with osteoporosis.
The identified emotional codes can inform the development
of standardized assessment tools and targeted psychoedu-
cational interventions. Incorporating structured emotional
assessment and support into routine care may improve
patient engagement, adherence, and overall quality of life.

Conclusion

This study highlights the profound emotional impact of OP,
demonstrating its influence on patient perceptions, their
engagement in the disease management, and the interactions
with healthcare professionals. The spectrum of emotions
identified—ranging from anxiety and disappointment to pos-
itivity and motivation—demonstrates the dual impact of OP
on individuals and underscores the need for a patient-centred
approach that acknowledges both physical and psychological
aspects of the disease. A particularly noteworthy finding is
the profound influence of the patient-healthcare professional
relationship on emotional experiences and health manage-
ment. Trust and effective communication emerged as pivotal
factors in shaping patients’ experiences and engagement in
care. In contrast, feelings of mistrust and dissatisfaction
often coincided with self-neglect, confusion, and reluctance
to engage in treatment. By addressing the emotional and
relational aspects of care, healthcare professionals can not
only improve adherence to treatment but also enhance the
overall well-being and quality of life of individuals with OP.

@ Springer
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Appendix A

Table 3 Main and supportive questions used for the interview

MAIN QUESTION

SUPPORTING QUESTIONS

What does it mean for you to live with osteoporosis?

How long have you been diagnosed?
What do you know about osteoporosis and its possible complications?

What does "taking care of yourself" mean to you in relation to ~ What are the positive and negative aspects of taking care of your osteoporosis?

your osteoporosis?

‘What are your perceptions and attitudes about taking care of your osteoporosis?

Appendix B

Table 4 Anchor samples

Anchor samples

Theme Category Code
Emotional and psycho- Negative Anger
logical impact of the emotions
disease
Emotional and psycho- Negative Anxiety
logical impact of the emotions
disease

But there should be more check-ups, more, I mean, maybe these visits should be a bit closer
together. I do them privately on my own, but as I said, there are many people who can't afford to do so,
eh, and people who can’t even afford to buy the medications because for example I've also taken sup-
plements, supplements, they’re all paid for, eh! Pt 004.

More than anything, I'm being poorly treated, more than anything. Pt 011.

Now it’s become like a Wild West here, because it’s really not possible to tell all these things to
doctors... then they change continuously, one says one thing, the other comes and doesn’t know any-
thing... the one who left (unclear pronunciation), they change all the time. Pt 011

If you went to the hospital, they’d send you away in the car, and people have died because of this,
even for this... and because when they say certain things in (unclear pronunciation), you have to trust
them (unclear pronunciation). Then maybe others tell you “it doesn’t matter if there are contraindica-
tions.” Eh, not at all! (dialect expression). Well, it’s because of the superficiality of Covid that we
couldn’t access treatments, they sent everyone away (sighs). Pt 011.

“No, no, it’s just your impression! It’s just your impression!” The side effect was experienced by
almost everyone. Pt 011.

But look, do you think I should now go to the orthopedic specialist and make an appointment? Let’s
not talk about it, let’s not talk about it. Pt 012.

Eh... if... let’s say, he washes his hands of it, because it’s already happened to me in other cases, he
says “Doctor, I feel like this,” “Eh, well, just go there and they’1l tell you.” Eh... never mind! (dialect
expression). Pt 012.

It’s true that the patient, if... if the doctor dedicates 5 more minutes to each patient, I think the
patient would be more satisfied because right now it’s zero (emphasizing "zero" loudly). It’s really
zero! For me, it’s zero, but for others, it’s not. Alright? Pt 012.

Because I have problems. Also very serious, immune problems, so. A fracture could bring a normal

person a very simple recovery, for me it could lead to other things, other problems with this is. Pt 002.

Then this creates this anxiety, I say (sighs) I try to do it and then I’'m anxious so I don’t know...
Now. Pt 011.

Eh, I mean.... here it is (sighs), all this situation creates this anxiety situation so you’re never calm.
PtO11.

Then I stopped the therapy because, you know, living with this fear that if you take a treatment, it
will make the situation worse, you know... Pt 014.

That one for the spine, it gave me a lot of anxiety (sighs). Pt 015.

This thing gives me a sense of insecurity and instability and makes me feel like this thing is actu-
ally there, you know... Pt 017.
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Table 4 (continued)

Theme Category Code

Anchor samples

Emotional and psycho- Negative Disappoint-
logical impact of the emotions ment
disease

Emotional and psycho- Negative Embarrass-
logical impact of the emotions ment
disease

Emotional and psycho- Negative Fear of falls
logical impact of the emotions
disease

Emotional and psycho- Negative Fear of frac-
logical impact of the emotions ture
disease

Emotional and psycho- Negative Fear of future
logical impact of the emotions
disease

Emotional and psycho- Negative Fear of side
logical impact of the emotions effects
disease

Unfortunately, you go to the moon but you don’t study this other thing (sighs). Pt O11.

(sighs) It’s the pain! The side effects these years give me this general discomfort so I don’t know
(sighs)... here I, for example, with the swelling... all those allergies had caused certain things that, look
(sighs) had the contraindications... my vision has decreased due to all the negative effects. Pt 011.

When I talk to these [doctors] about osteoporosis, they say - It’s not because of that -. When I talk
to the liver specialist, they say, - No, it’s not because of that -. When [laughs] I talk to the lung doctor,
they say, - It’s not because of that either - ... so, do I have another illness then? [laughs]. Pt 012

...if it were considered as a disease to prevent, like others, it wouldn’t be bad. I'd feel more followed.

Instead, I'm followed by my instinct, my way of being, but not by... not by the healthcare service, you
know.Pt 015

Everything has changed, eh (sighs) because it’s not that it’s here, you have to go at least over 8
kilometers away for the doctor. It’s a fraction here... That’s why I tell you it’s all an adventure some-
times, even if it doesn’t seem like it, but... in fact, here it’s really a dilemma: if someone feels bad and
doesn’t move... (sighs) in fact in the area, many times it has happened. Pt 011.

If they treat you from one side, then they create problems from another side. Pt 013.

T always found students. I’ve never (emphasizes the word “never”) had the pleasure of talking to
the head of the trial. Pt 013.

You don’t have a, a track, let’s say, of priority, if you're a certified subject, if you’re suffering from
osteoporosis, you don’t have any advantage. Pt 015.

Being a disease that concerns me, millions of women, I imagine, I would dare say... and so it’s a
social disease, I mean, I want to say, it has a cost, and all this, so, if it were considered as a disease to
be prevented like others, it wouldn’t be bad, I mean, I'd feel more followed. Instead, I’m followed by
my instinct, by the way I am, but not by... not by the health service, I mean. Pt 015.

Be careful not to do things that could lead to this consequence. Pt 002.

So, don't tire yourself too much, even the movements you make, be careful... Imagine if you fall,
these things... Pt 004.

I’m always afraid, right? Since I also have a femur at risk of fracture, I'm afraid of falling, you
know (sighs). So, these things... Pt 010.

But I have to be much more careful because I realize that it might suddenly hurt, and I could lose
my balance... okay? Pt O11.

Not now, now it’s terror. So, when I walk on the street, I'm careful, eh, because I’m terrified now,
not to say (dialect expression), it’s the truth. Pt 012.

Honestly, this year I was very, very careful: I hadn’t gone for many years. I really like sports: I like
skiing, but honestly, I've done very, very, very calm things, precisely because, with the awareness that I
might fall, or something like that, it would have been difficult for me. Pt 017.

So I always have this fear that in one of my exaggerated movements, I might, I might break
something, here. Pt 001.

I could strain myself, I don’t know, fractures, so I avoid making those movements. Pt 008.

I always have the fear, right? Since I also have the femur with fracture risk, I'm afraid of falling,
you know (sighs). I mean, these. Pt 010.

Iran to get treated because the idea of a fracture in the spine was unacceptable to me. Pt 014.

I have to be careful; I must not fall. Eh, I must not try in a... because otherwise, maybe I’m at risk
of fractures. Pt 019.

Being careful not to do things that could lead to this consequence, this. Pt 002.

I hope not to end up in a wheelchair. Pt 003.

Of course, I'm worried... I'm worried about the future. Pt 005.

Maybe the attention is also because of this, having seen my mother who, anyway, this disease, it
was debilitating for her. Pt 005.

I mean, I'm a bit afraid, here. I repeat, having a husband like this, there’s only me, and I have to try
to take care of myself as best as I can, I mean. Pt 010.

It’s always an unknown because it can be a handicap in a certain sense, not a real one, but the begin-
ning of a future handicap; it could be, you know, then it depends on how well it can be treated. Pt 011.

Let’s hope to be able to move forward over time. Pt 020.

What’s... the usual dilemma. I fix one thing, we use these terms, and I have 2 or 3. What’s the
point? I then, you know, I also observe... not... (sighs) I see and I asked myself a question that maybe
has nothing to do with it; I say: “But why now do I see so many bald women?”” And then you find out
that they are always the effects of the medicines. I mean, that’s one... it’s one of the effects. Eh, it’s not
all... but, I mean. Pt O11.

Then I stopped the therapy because, you know, living with this fear that if you take a treatment...
Pt 014.
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Table 4 (continued)

Theme Category Code Anchor samples

Emotional and psycho- Negative Frustration - Ithink that at least for my case, it would be useful also because I have other health issues. So, one
logical impact of the emotions thing is at risk because of the other, that’s the problem. So, for me, it would be important. Pt 002.
disease - Ah, living is... I keep it, what do I have to do? Pt 007.

- The fact of having to go out every day, maybe on vacation, and always carry the medication in the
cooler bag, that could be a little annoying. Pt 008.

- If I had known earlier, I would have started earlier. Pt 010.

- I must have been stupid because when I went into menopause at 46, I didn’t do anything about it...
mean, that’s where I think I made a mistake. Pt 010.

- I’'mtoo young for... I mean, it gets to me, even when I asked you, do you remember? When I first
asked, I saw all these older people, and I said, “Oh my God.” Pt 010.

- The negative aspect is this, because I had to get a removable prosthesis instead of being able to do
the implant. Pt 013.

- These treatments also bring... negative consequences, don’t they? Like that issue with not being
able to get the [dental] implant. That was something that... annoyed me a bit, you know. Pt 013

Emotional and psycho- Negative Sadness - It’s presented this way, unfortunately. Pt 005.
logical impact of the emotions - It ruined me. It ruined me. It ruined me in the sense that I couldn’t say anything to anyone anymore.
disease PtO11.

Emotional and psycho- Negative Sense of help- - Of course, otherwise what do I do? Pt 018.
logical impact of the emotions lessness
disease

Emotional and psycho- Negative Shock - Well, I was a bit traumatized, honestly, I didn’t expect something like this at all. Pt 010.
logical impact of the emotions - I saw all these elderly people and thought, "Oh my God." Pt 010.
disease - So at first, it was a bit like I couldn’t recognize myself in this, in this state of... a person who might

start having problems. Pt 017.

Emotional and psycho- Negative Worry - The medications I take to treat the disease. That’s my main problem, you know, and then this cre-
logical impact of the emotions ates anxiety, I say (sighs) I try to do it, but then I get anxious, so I don’t know. Pt 011.
disease - T have to do these injections because I have to do them myself, but if I make a mistake, if I do

something wrong... (sighs) it’s not like there’s a doctor to call and they come. We used to pay for it
before, so someone would come... but now you can only call during that specific time they say, and it’s
all complicated... that’s why. Pt 011.

- It makes me feel a lot, and it also puts me on guard about the risk of falling, tripping. Pt 017.

Emotional and psycho- Positive Curiosity - Eh, I study, I study (laughs). I research a lot, in fact, my family doctor told me that I'm a missed
logical impact of the emotions doctor (laughs-sighs). So, I mean, I like it, I like the subject, I like to know things, understand. Pt 005.
disease - Yes, it’s a curiosity, more than anything, I mean, I'm fascinated by the world of medicine in general.

Pt 005.
- I’ve researched a lot, actually, because I also like it, I mean, my profession pushes me to always stay
informed. Pt 016.

Emotional and psycho- Positive Feeling lucky - No, fortunately, until now, I haven’t had any side effects. This is already an important thing. Pt
logical impact of the emotions 002.
disease - No, I don’t feel demoralized because I have to take care of myself with this condition. So...

- There are others who are worse off. Pt 004.

- Rarely, because I'm lucky enough to feel pretty good and haven’t had any major issues in my life.
Pt 006.

- “Keep going like this”: when I asked him, my father passed away at 89, when I asked him: “Dad,
how are you?” his answer was “Keep going.” So it became my way of responding... “How’s it going?”
Oh, of course, if I have problems, OK, but if it’s like this, keep going, it’s fine. Pt 006.

- Well, it’s not like I’m disabled or missing a limb. I have my legs, and I have my arms too, so I use
them. Up to now, let’s say, fortunately, I haven’t had major problems. Pt 014.

Emotional and psycho- Positive Hope - And let’s hope for the best, that luck will be on our side. Pt 006.
logical impact of the emotions - Little by little, I hope something will be found. And, you know, that one will feel a bit of improve-
disease ment. Pt 007.

- I hope they treat me well now, and they won’t do anything else... just look... “go ahead”... like they
used to say, “keep going, keep going.” Pt 018.

- As long as I feel good, there’s hope... right now I feel fine. I’ll keep going, that’s it. Pt 018.

- I hope we have the strength, both physical and mental, to face life at its best. Pt 020.

Emotional and psycho- Positive Positivity - Well, first of all, don’t get discouraged, so definitely have an attitude... I wouldn’t say "positive,"
logical impact of the emotions because it’s still a condition, but... tell them that it’s something that, if managed in a certain way or
disease with consistency, is something you can live with peacefully. Pt 017.

- Regarding the fact that it’s manageable today... it’s pretty manageable. Pt 017.

- I’'m the type who doesn’t make a big deal out of things, I always try to overcome everything. Pt 019.
- ...my father died at 89, when I asked him, — Dad, how are you? — his answer was — Keep going like
this! —, so it became my way of answering...Oh, sure, if I have problems, OK, but if it’s like this, keep

going, it’s fine. Pt 006.

- [OP] it’s something that, if managed in a certain way or with consistency, above all, it’s something
you can live with comfortably. Pt 017

Emotional and psycho- Positive Pride - After I had the surgery, I'm doing well, I manage: I put one foot down, then the other. Pt 018.
logical impact of the emotions - Always remarkable compared to my peers who are less... less athletic, so to speak, because I don’t
disease consider myself a particularly sporty person, but I’m definitely someone who moves around and has

better mobility than many younger people than me. Pt 020.

Emotional and psycho- Positive Relief - I also finished the hormone therapy I was on... (clears throat) for cancer because it’s been 10 years,

logical impact of the emotions so I don’t take anything. Pt 019.

disease
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Table 4 (continued)

Theme Category

Code

Anchor samples

Emotional and psycho- Positive
logical impact of the emotions
disease

Emotional and psycho- Positive
logical impact of the emotions
disease

Emotional and psycho- Facing the
logical impact of the unknown
disease

Emotional and psycho- Facing the
logical impact of the unknown
disease

Emotional and psycho- Facing the
logical impact of the unknown
disease

Emotional and psycho- Facing the
logical impact of the unknown
disease

Satisfaction

Serenity

Be doubtful/
Suspicions

Confusion

Need for
information

Uncerteinty

So, I’'m happy to get up in the morning and find myself like I was a few years ago, when I was a bit
younger, and to face life with serenity, free from the pain that was lurking there, ready to say "no, you
can’t do this, no, you can’t, you're sick, you need to submit a sick certificate." Pt 016

Certainly, this person should refer to a center like the one I was lucky enough to find at PTV, because
having a single point of contact, getting answers that are always clear and always given with kindness is
certainly fundamental. Pt 016

But all in all, the fact that I don’t have any particular discomforts and I lead a normal life... every-
thing I’ve done over these years makes me think that it has actually helped me manage my life with
osteoporosis in a way that is satisfying, all things considered. Pt 017

I've seen a lot of improvement because before there were some things I didn’t want to do because of
the exercises, with my hip, I was afraid. But then he said, “No, you shouldn’t be afraid,” he said, “do it,
if you feel pain, that’s one thing.” Pt 004

Instead, with this therapeutic help, I... I'm doing much, much better. Pt 016

So, we’ve managed this aspect better and I really feel better. Pt 016

In my opinion, we should also be a little more serene (laughs), a bit more serene because this, our
way of living has become... I mean, I find it a heavy way, not very reassuring, not very... because it
affects, I believe it affects the physical aspect. Pt 005

I’'m calm, you know, I accept what I have and like I said, I take it philosophically. Eh, like they say,
you know, that’s all. Pt 007

Well, it’s just a normal day. I... I manage it however I want, you know. Pt 013

Well, I can’t really worry about it, by nature, though, eh... Pt 015

A drug can cause problems for heart patients, so I'm trying to investigate a bit to understand. We’ll
see. Pt 001.

Having already had four fractures and a vertebral collapse... Actually, I asked myself why the other
day they suspended my treatment. Pt 008.

It’s a drug that they say works, but it doesn’t exactly put my bones back in place. But it helps me get
along a bit better, right? Pt 010.

Certainly, I always have the doubt whether I’'m doing the right thing or doing the wrong thing. Pt
013.

I would like to be sure of the treatment they give me... if it’s the right one, because I don’t know, as
I said. Pt 018.

So, the doctors there wanted to give me hormones, but I was quite, how to say... suspicious. Pt 020.

TI’ll see the next time in a year, in two years, in three years. Right now, I don’t have any problems,
so... No, I don’t know, we’ll see. Pt 020.

The whole thing, as it was presented to me, then the pharmaceutical representative came, and he
seemed like a vacuum cleaner salesman (sarcasm). Maybe they just got the presentation wrong, but I
lived it as I read it, like "take it because we have to sell it" (laughs). Pt 001.

So, I don’t know if it’s related to osteoporosis or, as I said before, it could be simple pain, Pt 002.

Oh God, I don’t remember, maybe they told me something, but... I didn’t pay attention... I was just
thinking, will T get better? Will I get worse? (laughs) I only thought about that. Pt 007.

Eh, I study, I study (laughs). I inform myself a lot, in fact my family doctor told me I'm a failed
doctor (laughs-sighs). So, I like it, I like the subject, I like to know things, to understand. Yes, maybe I
should have gone deeper into it in the past (laughs). Pt 005.

Inserted in that osteoporosis circuit, so this allows me to monitor and keep myself, you know?
Updated, in relation to this issue, this criticality. Pt 005.

Eh... no one, I went there to be examined and they showed me this table that was like this and said:
“Go and get treated so you can recover.” There you go. Pt 007.

On the other hand, I don’t... what would they be... do you understand that here, I don’t even know
what the problems osteoporosis could cause me. Pt 012.

I don’t know if it’s an effect of osteoporosis or something else, actually. Pt 003

But is it only that, for sure? Could it be that it’s giving me discomfort? Eh... (sighs) I don’t know... I
don’t know why. Pt 012.

On the other hand, I don’t... what would they be... do you understand that here, I don’t even know
what problems osteoporosis could cause me. Pt 012.

I can’t tell you if there’s anything that could harm me. I don’t know. Pt 012.

Certainly, I always have the doubt if I'm doing the right thing or the wrong thing. That if you treat
one thing and then it breaks somewhere else... Pt 013.

That’s what they told me, because what happened was they gave me too much calcium. Pt 018.

I would like to be sure of the treatment they’re giving me... if it’s the right one, because I don’t
know, as I repeat. Pt 018.

Relationship with one's Perceived
identity and body physical
changes

Relationship with one's ~ Perceived
identity and body physical
changes

Feeling of
becoming
old

Perceiving the
manifesta-
tions of the
disease

I mean, I saw all these elderly people, I said, “Holy Mary.” Pt 010.

Nothing, because I should start reading (raises the right hand and lets it fall on the leg) to follow all
these things. I should read: having osteoporosis, this and that can happen, but I don’t do it, I'm telling
you the truth, and even if I do it, I forget about it. Pt 012.

Gradually, with the passing of years, more and more tiredness in the legs. Pt 018.

We’re getting old (laughs), if we’re not already, so... Pt 020.

That I’'m practically folding in on myself, I mean, I'm curving, hunching over. Pt 003.

This fact of folding in on myself, and so, objectively, I don’t know if it’s a matter of arthritis or
osteoporosis. Pt 003.

So when... sometimes, my back, now I’'m feeling better, today it hurts, my hip still hurts a little, but
when there’s a bit of pain because osteoporosis, after all, causes pain. Pt 004.

I know myself, and that’s important: recognizing if there’s something wrong. Pt 014.

Because [ started having a little bit of limitations. Pt 016
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Table 4 (continued)

Theme Category Code Anchor samples
Relationship with one's Perceived ~ Perception - I mean, everything related to the break, the fracture. Pt 002.
identity and body physical of fragility - The only thing I know is that the bones lose their calcium, and therefore you become more sensitive
changes fracture to fractures, even spontaneous ones. Pt 003.
Relationship with one's Perceived  Physical - I am practically curling up on myself, I mean, I’'m hunching over. Pt 003.
identity and body physical decline - Butnow I realize that suddenly (sighs) the leg can't hold up anymore, because the pain came to me
changes for the first time with pain in my knee. Pt 011.
- So, yeah, I try to do this just to avoid... gaining weight, also because at my age, unfortunately
(laughs), metabolism slows down a lot. You need to be careful. Pt 017.
Relationship with one's Impacton  Feeling inad- - A little stupid? A little stupid. Pt 001.
identity and body self- equate - Nothing, nothing, I'm not handling it well (laughs/sarcasm), I'm not handling it well. Pt 001.
image - I would never make it. I can’t do it because I’m too inconsistent, I try, yeah, I even buy face creams,
and then I throw them away after two years because they’ve gotten old, but with the receipt, I just
throw them away because I'm inconsistent, unfortunately. I start with good intentions, but I just can’t
do it. Pt 001.
- I'must have been stupid, because when I went into menopause at 46, I never did anything for it, T
mean... That’s where I think I made the mistake. Pt 010.
- No, no, no, I'm not capable. Also because, in these 10 years, the condition hasn’t really gotten
worse, you see? Pt 013.
Relationship with one's Impacton  Self perceived - No, it doesn’t weigh on me that much, I mean, it’s something that sometimes... can be bothersome.
identity and body self- burden But it doesn’t weigh on me, it can just be annoying. Pt 002.
image - Yeah, I was telling you, not just in relation to osteoporosis, but I would like to take care of myself
in general (laughs). Also because, well, let’s say that, you know... having lost my husband recently, and
I still have children to take care of, I don’t want to be a burden to them, you know, because it also trig-
gers this need for physical maintenance. Pt 005.
Relationship with one's Impacton  Self-confi- - I trust and rely a lot on my own feelings. Pt 005.
identity and body self- dence - So, well (laughs), eh, actually I keep myself, I'm 62, I think I have a fairly toned body, and I have a
image pretty clear mind because I'm always studying. Pt 014.
Relationship with one's ~ Impacton  Self-love - Ilove myself, it seems like this term covers a bit of everything. Pt 006.
identity and body self- - I find relaxation, and it energizes me psychologically and physically. For example, I have a rather
image strong awareness of my body. Pt 006.
Relationship with one's ~ Impacton  Vulnerability -  Because I have some problems, even very serious immune issues, so a fracture that might be a
identity and body self- simple recovery for a normal person could lead to other complications for me, other issues. Pt 002.
image - I’'m alone. Pt 004.
- Maybe because I'm delicate. Pt 011.
Relationship with health- Negative Mistrust in - The whole thing, as it was presented to me, then the pharmaceutical rep arrived, and he seemed like
care professionals experi- healthcare a vacuum cleaner salesman (sarcasm). Maybe they just messed up the presentation, but I experienced it
ences profession- like I read it: “take it because we have to sell it” (laughs). Pt 001.
als - They didn’t specifically ask me what I have. Pt 001.
- I saw a lot of lightness behind it. Pt 001.
- There are girls, it’s fine for them to learn, but they should also have a doctor with them who gives,
let’s say, the right instructions. Pt 012.
- But honestly, they don’t tell you anything, not even how you feel or how you’re doing. Pt 012.
- It’s true that if the doctor dedicates 5 more minutes to each patient, I think the patient would be
more satisfied because right now, it’s zero (raises voice to emphasize the word “zero”). Really, it’s
zero! From my side, it’s zero, but maybe not from others. Fine? Pt 012.
- To me, it seems more like an experiment with the Prolia (medicine). To be honest, Pt 013.
- He didn’t give me the same treatment. So I don’t know. No... I mean, this, I don’t know why it hap-
pens, because I'm doing this treatment, and someone else does another treatment with the same doctor,
(sighs) do you understand? I can’t tell you why. Pt 015.
Relationship with health- Negative Negative - Inthe clinic, they didn’t ask me anything. “Come back in six months, tell us how it’s going, tell us.”
care professionals experi- relation- But I don’t live inside my bones, so “telling” is a vague thing. What does that mean? So this left me a
ences ship with bit perplexed. Pt 001.
healthcare -  No, no one. I know what the problem is, and as a result, I do it by myself. No one told me anything,
profession- that’s it. Pt 002.
als - Because you see a lot of people... Because, unfortunately, you can’t always get a spot at the hospi-

tal, or they don’t insist, right? I insisted a lot to get in there because it’s difficult to get in. It happened
that I fell. Pt 004.

Then after a couple of years, they kicked me out because I said (laughs) that I wasn’t paying atten-
tion to them. Pt 006.

Eh... no one, they just examined me, and they showed me this chart that was like this, and they
said, “Go and get treated, so you’ll recover.” That’s it. Pt 007.

I’ve been treated badly, more than anything, because they didn’t tell me “look, take this, or take that,
or there are specialized centers.” I only heard something there, I saw that there are centers... Otherwise,
they just said, “Take this,” and you didn’t understand. I wasn’t followed with clear guidance. Pt 011.

Eh, for example, I didn’t know this, because when they call you for these visits, they should also
be very clear; they should say, “Look, you’ll take this medicine, and it could cause this. Watch out for
these signs.” But they don’t tell you anything. Pt 012.

However, when one goes for a visit, at least... I'm not saying you should stay there for half an hour,
but at least (says “at least” slowly) at least they should give some important news. Pt 012.

To me, this Prolia thing feels more like an experiment... I encountered someone who maybe doesn’t
even know how this medication works...I’ve never seen the same doctor twice. So, even in that regard,
it raises some doubts for me. Pt 013.
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Table 4 (continued)

Theme Category Code Anchor samples
Relationship with health- Positive Positive - So, when I have doubts, I feel it, I feel my doctor is very available. Pt 004.
care professionals experi- relation- - The family doctor with whom I have a good relationship, so I can cover quite a lot, in fact. She,
ences ship with knowing me, knows what kind of person I am, meaning, I'm very curious, right? I'm... so she tries to
healthcare advise me on what’s best for me, explaining it to me. Pt 005.
profession- -  T've entrusted myself to this professor, who follows me excellently; I have to say, he’s an extraordi-
als nary person, and I followed his advice. Pt 016.

The professional, but also the communication and involvement of these extraordinary people helped
us a lot, they really guided us in the right direction. They are communicative, truly exceptional profes-
sionals. Honestly, it’s really useful to have this kind of professional at our disposal. Pt 016.

- Some counseling was also done from this point of view, and I... I followed this advice with pleas-
ure. So, L... I find it favorable, congenial, definitely. Pt 017.

Relationship with health- Positive Trust in - They tell me what's wrong, the doctors. Pt 003
care professionals experi- healthcare -  So, in that case, I would immediately consult my doctor. Pt 003
ences profession- - My general practitioner is an excellent doctor, truly good, I've had him since 2007. Pt 004
als - I go once a year and follow what they tell me. Pt 006

- Because the only way is to trust the doctors. Pt 008

- Always refer to experts, never do it alone. You don’t have the medical knowledge to give advice...
the only ones who can... are the experts. Pt 013

- And at the center, honestly, at PTV, I found this team that I have to say is extraordinary, but why?
Because they listen to the person who arrives there with discomfort, with a problem, with pain to
manage, which sometimes is a bit complicated. They really welcome you a lot, and it’s extraordinary,
extraordinary. Pt 016

Relationship with health- Need for Need of sup-

It’s true that the patient, if... if the doctor dedicates 5 more minutes to each patient, I think the

care professionals profes- port from patient would be more satisfied because otherwise it’s zero (raises voice as she says “zero”). Really, it’s
sional care profes- zero! For me, it’s zero, others may not be. Okay? Pt 012
support sionals - Talways found students. I have never (emphasizes “never”) had the pleasure of talking to the head

of the experiment. Pt 013
I mean, there’s no, let’s say, priority track. If you're a certified subject, someone with osteoporosis,
you get no advantage. Pt 015
Being a disease that affects me, millions of women, I would say... and so it’s a social disease. I
mean, it has a cost, and all this, so if it were considered as a disease to prevent like others, it wouldn’t
be bad. I would feel more supported. Instead, I’'m guided by my instinct, by the way I am, but not by
the healthcare service. Pt 015
- Not having a reference would definitely be an obstacle, definitely an obstacle, but we found one,
both my sister and I. Pt 016
- However, when one is being examined, they should dedicate a few more minutes to the person they
are examining, but they don’t do it. Pt 012

Managing the disease in  Disease Hesitation - Now they’ve prescribed me this new treatment, and I will decide whether to do it or not, and I hope
daily life manage- in taking to follow it. Pt 001
ment medicine - Yes, probably yes, but now they’ve changed the molecule, uh, but I'm hesitant, I'm doing research,

investigations. (laughs) Pt 001

There’s been a sort of push to get people to consume this medication, and that’s one of the reasons
for my doubt. Pt 001
- Uh, I don’t do anything (laughs), I don’t immediately take medicine unless it’s an excruciating pain,
you know, the kind that is so bad you have to take something. But immediately, if I can resist, I do.
Otherwise, at my house, I only have paracetamol, and that’s it (laughs). I use it for headaches or fever,
it’s the only medicine I trust. Pt 014

So, the doctors there wanted to give me hormones, but I was quite, how shall I say... skeptical. Pt

020
Managing the disease in ~ Disease Side effects - Well, for someone who is careful, because with osteoporosis you have some pain and swelling,
daily life manage- and you have to be careful in case you fall, you see, especially now for me it has become a bit more
ment pronounced in the hip. Pt 004.

I was feeling cramps, I'm talking about my legs, and they suspended it. Pt 008.

But when you feel too unwell, or, as always, it’s right to do this, but there are different types of
effects, and I feel unwell (sighs), for example, I took (sighs) eh I had all this swelling and the fact that I
was losing my hair and (sighs) it’s a general malaise (sighs), also because I was feeling unwell with my
stomach. Pt 011.

The medicines that are available now, eh (sighs), but for me, it’s always the same problem: finding a
middle ground that doesn’t harm everything else. Pt 011.

Managing the disease in ~ Disease Symptom - So, sometimes... my back, now I'm doing better, today it hurts, my hip still hurts a bit, but when
daily life manage- Burden there’s some pain, because osteoporosis causes pain anyway. Pt 004
ment - For example, I had (sighs)... I had all this swelling and the fact that I was losing my hair and (sighs)

just a general discomfort (sighs) also because I wasn’t feeling well with my stomach. Pt 011
- I suffer a lot from knee pain. If I squat, I can’t get up. Pt 012
...little by little, the fatigue kept worsening, and I was limping too, eh... I was limping on the leg...
It hurt, it hurt so much, that’s it. Pt 018.
- Well, some things I struggle more to do and I don't... I don't walk as much as I used to because I get
tired more easily. Pt 019

Managing the disease in ~ Adaptive Acceptance - So, I adjust, yeah, I adjust. Pt 006
daily life coping - I’'m calm, yeah, I’ll keep what I have and, as I said, I take it like, let’s say, philosophy. Uh, as they
strategies say, yeah, that’s all. Pt 007
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Table 4 (continued)

Theme Category Code Anchor samples
Managing the disease in ~ Adaptive Being moti- - If we don’t take care of our health, of our bodies [laughs], I don't see who else should do it! Pt 003.
daily life coping vated - Idon’t think it’s an obstacle to take care of yourself because it means making sure you are as inde-
strategies pendent as possible, so as not to be a burden to someone. Pt 004.
- Uh, it’s good to take care of ourselves, I think; we shouldn’t neglect ourselves. We shouldn’t put
symptoms second, right? You might notice something and think: “Ah, T’ll take care of it later,” or “T’1l
do something about it,” but we need to be a bit more attentive, yes, that’s true. Pt 005
- I’ve been doing sports twice a week since my daughter was born, and now she’s 37 years old. So,
it’s something long-term, I like to walk, and I love the mountains, and I move... I repeat, not obses-
sively, but still... Pt 006
- So, I make an effort. I try to keep it under control with the MOC, with the treatment I’'m doing. Pt
009
- Uh, to have a better life, for me and for those close to me. Pt 009
- I want, I want to take care of myself, I want to (laughs) I really want to take care of myself because
I’'m too young. Pt 010
Managing the disease in ~ Adaptive Desiretobe - Talso try, for personal vanity, not to gain weight (laughs), I try, so, well, I’'m careful. I pay attention.
daily life coping healthy Pt 017
strategies - I definitely eat healthy things. Pt 017
Managing the disease in ~ Dysfunc- Indifference -  For me, it’s always the same. Pt 018
daily life tional - Idon’t ask myself questions, oh my, I just have to... I just pay attention when walking, when doing
coping things. Pt 019
strategies - And well, I said, “Well, who cares.” Pt 020
Managing the disease in ~ Dysfunc- Lack of - Because I know what I should do but I don’t do it... I'm a bit stupid because by not taking care of
daily life tional awareness myself, I obviously know what I’m heading towards, but I don’t try to fend off the blow. Pt 001
coping
strategies
Managing the disease in ~ Dysfunc- Rejection of - I don't take care of it, except for the medication, I don’t do anything else. Pt 001
daily life tional the disease - It’s not something serious at the moment, so I don’t feel it as a disease. Pt 005
coping - Maybe it’s a rheumatic problem. Pt 009
strategies - I’'mavery active person, so I’'m not sedentary, not someone who doesn’t move, who maybe lets
their bones atrophy, and so on. Pt 011
Managing the disease in ~ Dysfunc- Resignation - My laziness, my inconsistency, my being too... I don't honor this temple, which is my body, I don't
daily life tional take care of it. Pt 001
coping - For me, if [ have it, as they say, I'll keep it. I hope, as I said, I’ll get better taking these pills, that’s
strategies it, eh, that's all I hope for. Yes. Pt 007
Managing the disease in ~ Dysfunc- Self neglect - What does it mean to take care of yourself? I don't know because I've never really taken care of
daily life tional myself, my body, the one that hosts me, I've always mistreated it. Pt 001
coping - ...I've never really taken care of myself; my body, the one that hosts me, I've always mistreated it.
strategies Pt 001.
- Because I know what I should do but I don’t do it, ehh... I'm a bit stupid because not taking care of
myself, I obviously also know what I'm heading towards, but I don’t try to prevent it. Pt 001
- Nothing, I do nothing, nothing. I take these pills and that’s it, I don’t do anything else, no physi-
otherapy, nothing, I do nothing. Pt 007.
- The exercise, I should do it, but it’s not my thing. I go for a while, and then I don’t go anymore. Pt
012
Managing the disease in ~ Dysfunc- Skepticism - Oh my God, I have this, if I take this I feel better, I feel worse, no, for me it's always the same. Pt
daily life tional 018
coping
strategies
Managing the disease in ~ Dysfunc- Struggle - It's not easy, really it's not easy, I follow the treatment. Pt 012
daily life tional - For any movement, any movement, anything... (sighs) anything I like to do, like gardening... eh,
coping (sighs) I have to stop because maybe my back hurts. Pt 013
strategies - Yes, the fact of having fewer opportunities to go out, because also, you know, the ban on... at first,
being able to circulate, being able to take walks, it was really heavy, so definitely from a physical
limitation point of view and from a psychological point of view because it coincided with a time when
I also had to rethink some things regarding the organization of my personal time... it was very negative.
Pt 017
- Eh, a little bit, yes, maybe that, because I think it gave problems to everyone to not... eh, I don't
know, being stuck like that, without being able to do many things outside, it's a bit annoying, but well...
Pt 019
Managing the disease in ~ Dysfunc- Struggle with - For me, it's difficult to pinpoint, I always have intestinal issues and my stomach always has feelings
daily life tional an invisible of nausea, it's been like this for years, so it's not easy for me to understand if it, how to say, affects this
coping disease because these things come and go for me, both the intestinal problem and the nausea, and now I don’t
strategies even know where it's coming from, honestly, maybe from my head (sarcasm). Pt 001

‘When I talk to the osteoporotic specialists, they tell me, “it doesn’t depend on this.” When I talk to
the liver specialist, they say, “no, it doesn’t depend on this.” When (laughs) I talk to the pulmonologist,
they say, “it doesn’t depend on this...” So, am I going to have yet another one? (laughs) Let’s forget it:
it’s too much. Pt 012

No one thinks my disease is related to what I have, according to them... It seems like I have another
hidden one. What can I tell you? I don’t know. Pt 012
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Table 4 (continued)

Theme Category Code Anchor samples
Managing the disease in ~ Social Abandon- - It's not like there's a doctor here that you call and they come. Pt 011
daily life relation- ment - Itruined me. It ruined me. It ruined me in the sense that I couldn’t tell anyone anything anymore.
ships and Pt 011
support - “No, no, it’s just the impression! It’s the impression!” The side effect almost affected everyone. Pt
011
- You don’t have a, let’s say, priority line, if you’re a certified patient, suffering from osteoporosis,
you don’t have any advantage. Pt 015
Managing the disease in ~ Social Dependency - Well, even my husband isn’t doing well (sighs). Pt 012
daily life relation- from others -  Ineed someone to help me. Pt 012
ships and
support
Managing the disease in ~ Social Desire for - But she does it with me, I don’t think it’s an obstacle, I don’t think it’s an obstacle to take care of
daily life relation- independ- oneself, because it’s about making sure you’re as independent as possible, so as not to be a burden to
ships and ence anyone. That’s how I see it, anyway... Pt 004
support - At the moment, I do everything by myself (laughs). L... eh, I don’t have anyone behind me in this
sense. Pt 005
- Taking care of one’s passions, or your own passions, and... it leads to building self-esteem, which,
as you know, is the famous Maslow’s pyramid, right? The personal needs to feel self-fulfilled, and this
is the first foundation of being human: if you feel fulfilled and satisfied, you can also face many other
situations around you. Pt 014
- I don’t ask for help from anyone, let’s say. Pt 019
Managing the disease in ~ Social Desire to be -I repeat, with a husband like mine, it’s just me, and I have to try to take care of myself as best as I can.
daily life relation- healthy for Pt 010
ships and others -hey need someone who is always there, so I love taking care of myself in this sense, and I've undergone
support screenings and investigations. Pt 016
Managing the disease in  Social Having the -Since she's four years older than me, but for example, she has much more hip problems. But she also
daily life relation- support keeps it under control; I say, "do this, do that." We talk, you know, she gives me advice, and I give her
ships and from others advice. I think it’s good, right? Pt 004
support
Managing the disease in ~ Social Isolation -It ruined me. It ruined me. It ruined me in the sense that I couldn't say anything to anyone anymore. Pt
daily life relation- 011
ships and
support
Managing the disease in ~ Social Loneliness -’m alone, though... Pt 004
daily life relation- -At the moment, I do everything on my own (laughs), I don’t... Eh, I don’t have anyone behind me in that
ships and sense. Pt 005
support -I repeat, having a husband like this, it’s just me, and I have to try to take care of myself as best as I can.

Pt 010
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Appendix D

Table 6 Codes frequency for each interview

Pt. 001 — Female - 68 years

Code

Be doubtful/Suspicions

Confusion

Fear of fracture

Feeling inadequate

Hesitation in taking medicine

Lack of awareness

Mistrust in healthcare professionals
Need of support from care professionals
Negative relationship with healthcare professionals
Not perceiving pain

Perceiving oneself with manifestations of the disease
Rejection of the disease

Resignation

Sadness

Self neglect

Self perceived burden

Struggle with an invisible disease
Uncerteinty

Vulnerability

Worry

Total

Pt. 001 — Female — 68 years

Code

Be doubtful/Suspicions

Confusion

Fear of fracture

Feeling inadequate

Hesitation in taking medicine

Lack of awareness

Mistrust in healthcare professionals
Need of support from care professionals
Negative relationship with healthcare professionals
Not perceiving pain

Perceiving oneself with manifestations of the disease
Rejection of the disease

Resignation

Sadness

Self neglect

Self perceived burden

Struggle with an invisible disease
Uncerteinty

Vulnerability

Worry

Total

Pt. 002 — Male — 64 years

Code

Anger

Frequency

O S O S U0 S S SO N SV MR VS T S I NG Qi

S
=

Frequency

S O T S U0 S G SO N SV MR VS T S I NG R

=B
=

Frequency
1

@ Springer



132 Page 24 of 34

Archives of Osteoporosis

(2025) 20:132

Table 6 (continued)

Anxiety

Being motivated

Confusion

Fear of falls

Fear of fracture

Fear of future

Feeling lucky

Frustration

Need of support from care professionals

Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Perception of fragility fracture

Positivity

Self perceived burden

Side effects

Uncerteinty

Vulnerability

Worry

Total

Pt 003 — Female — 67 years

Code

Being motivated

Confusion

Fear of falls

Fear of fracture

Fear of future

Feeling lucky

Perceiving oneself with manifestations of the disease
Perception of fragility fracture

Physical decline

Positivity

Symptom Burden

Trust in healthcare professionals

Uncerteinty

Worry

Total

Pt. 004 — Female - 59 years

Code

Anger

Being motivated

Desire for independence

Fear of falls

Feeling lucky

Having the support from others

Hesitation in taking medicine

Loneliness

Need of support from care professionals

Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Positive relationship with healthcare professionals

Positivity

[T I S R e \° L NS R L (S I, T S R S

[N
p—

Frequency

NN AN~ N~ WD W~ = U O

w
=]

Frequency

N W N = N = o = W = O N
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Table 6 (continued)

Satisfaction

Self perceived burden

Side effects

Symptom Burden

Trust in healthcare professionals

Vulnerability

Worry

Total

Pt. 005 — Female - 60 years

Code

Being motivated

Confusion

Curiosity

Desire for independence

Disappointment

Fear of future

Frustration

Loneliness

Need for information

Need of support from care professionals

Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Positive relationship with healthcare professionals
Positivity

Rejection of the disease

Resignation

Sadness

Self perceived burden

Self-confidence, self-esteem

Serenity

Struggle with an invisible disease

Uncerteinty

Total

Pt. 006 — Female - 69 years

Code

Acceptance

Being motivated

Confusion

Feeling lucky

Frustration

Hesitation in taking medicine

Hope

Mistrust in healthcare professionals

Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Positivity

Resignation

Self-confidence, self-esteem

Self-love

Serenity

Struggle with an invisible disease

—_ m N W NN

Frequency
10

[ NG T NC T NG S [ S O S S NG S G S N S S GOy JU RN

=
(5]

Frequency

— NN = = QNN = = = N~ N = 0o PN
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Table 6 (continued)

Symptom Burden

Trust in healthcare professionals

Uncerteinty

Total

Pt. 007 — Female — 75 years
Code

Acceptance

Anxiety

Confusion

Disappointment

Fear of future

Feeling lucky

Frustration

Hope

Need for information

Need of support from care professionals

Negative relationship with healthcare professionals

Positivity

Rejection of the disease
Resignation

Self neglect

Serenity

Symptom Burden
Uncerteinty

Vulnerability

Worry

Total

Pt. 008 — Female — 70 years
Code

Anxiety

Being motivated

Confusion

Fear of fracture

Fear of future

Frustration

Hesitation in taking medicine
Need of support from care professionals
Physical decline

Positivity

Rejection of the disease
Self-love

Side effects

Trust in healthcare professionals
Uncerteinty

Vulnerability

Worry

Total

Pt. 009 — Female — 71 years
Code

Being motivated

Confusion

41

Frequency

e N0 J Y [ VS T S U C TS \C S S S N O )

w
=)

Frequency

—_— L m B e e N e e W W N N =

[3°3
o

Frequency
3
1
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Table 6 (continued)

Desire for independence

Desire to be healthy for others

Fear of fracture

Perceiving oneself with manifestations of the disease
Positive relationship with healthcare professionals
Positivity

Rejection of the disease

Resignation

Self neglect

Struggle

Trust in healthcare professionals
Uncerteinty

Total

Pt. 010 — Female - 55 years

Code

Be doubtful/Suspicions

Being motivated

Confusion

Desire to be healty for others

Fear of falls

Fear of fracture

Fear of future

Feeling inadequate

Feeling lucky

Feeling of becoming old

Frustration

Loneliness

Mistrust in healthcare professionals
Need of support from care professionals
Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Rejection of the disease

Self neglect

Self perceived burden

Shock

Struggle

Symptom Burden

Trust in healthcare professionals
Uncerteinty

Vulnerability

Worry

Total

Pt. 011 — Female — 72 years

Code

Abandonment

Acceptance

Anger

Anxiety

Be doubtful/Suspicions

Confusion

Disappointment

— L) e e e e

p—
=]

Frequency

N = NN W = NN W~ N PP = = = W= N~ N~ W= = B~ =

S
N

Frequency
5

1

11

10

14
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Table 6 (continued)

Fear of falls

Fear of future

Fear of side effects

Frustration

Hesitation in taking medicine

Isolation

Need of support from care professionals
Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Physical decline

Rejection of the disease

Resignation

Sadness

Self neglect

Self perceived burden

Shock

Side effects

Struggle with an invisible disease
Symptom Burden

Trust in healthcare professionals
Uncerteinty

Vulnerability

Worry

Total

Pt. 012 — Female - 76 years

Code

Anger

Confusion

Dependency from others
Disappointment

Fear of falls

Feeling lucky

Feeling of becoming old

Frustration

Mistrust in healthcare professionals
Need for information

Need of support from care professionals
Negative relationship with healthcare professionals
Physical decline

Sadness

Self neglect

Struggle

Struggle with an invisible disease
Symptom Burden

Uncerteinty

Vulnerability

Worry

Total

Pt. 013 — Female — 70 years

Code

Acceptance

— W W W k=

—_
[\

N W A = DN W= = = B = NN =

118

Frequency

N — WD NN = =

=]
BN |

Frequency
2
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Table 6 (continued)

Be doubtful/Suspicions

Being motivated

Confusion

Disappointment

Fear of future

Fear of side effects

Feeling inadequate

Frustration

Hesitation in taking medicine

Mistrust in healthcare professionals
Need of support from care professionals
Negative relationship with healthcare professionals
Positive relationship with healthcare professionals
Sadness

Self perceived burden

Serenity

Side effects

Struggle

Symptom Burden

Trust in healthcare professionals
Uncerteinty

Worry

Total

Pt. 014 — Female - 62 years

Code

Acceptance

Anxiety

Being motivated

Desire for independence

Fear of falls

Fear of fracture

Fear of future

Fear of side effects

Feeling lucky

Frustration

Hesitation in taking medicine
Perceiving oneself with manifestations of the disease
Positive relationship with healthcare professionals
Positivity

Satisfaction

Self-confidence, self-esteem

Self-love

Side effects

Worry

Total

Pt. 015 — Female — 64 years

Code

Abandonment

Anxiety

Be doubtful/Suspicions

Being motivated

— N W = = = RN~ R NN BN == = W= N W

N
x®

Frequency

_— = N W = RN = RN W N = NN = W0 N

I
()

Frequency
3

4
1
2
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Table 6 (continued)

Confusion

Disappointment

Fear of fracture

Fear of future

Hope

Mistrust in healthcare professionals

Need of support from care professionals

Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Positivity

Rejection of the disease

Satisfaction

Self neglect

Serenity

Struggle

Struggle with an invisible disease

Symptom Burden

Uncerteinty

TOTALE

Pt. 016 — Female - 63 years

Code

Acceptance

Being motivated

Curiosity

Desire for independence

Desire to be healthy for others

Disappointment

Feeling lucky

Feeling of becoming old

Hope

Need of support from care professionals

Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Positive relationship with healthcare professionals
Positivity

Satisfaction

Self perceived burden

Self-confidence, self-esteem

Serenity

Side effects

Struggle

Symptom Burden

Trust in healthcare professionals

Total

Pt. 017 — Female - 60 years

Code

Anxiety

Being motivated

Desire to be healthy

Desire to be healthy for others

Disappointment

A~ W

| NG YRS G N T S Gy N S 0 S S SO

=N
w

Frequency

— ko= RN R = NN R — N

Frequency
1

7
3
2
1
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Table 6 (continued)

Fear of falls
Feeling lucky

Feeling of becoming old
Frustration

Hesitation in taking medicine
Perceiving oneself with manifestations of the disease
Physical decline

Positive relationship with healthcare professionals
Positivity

Rejection of the disease
Satisfaction

Self neglect

Self-confidence, self-esteem
Self-love

Serenity

Shock

Side effects

Struggle

Symptom Burden

Trust in healthcare professionals
Uncerteinty

Vulnerability

Worry

Total

Pt. 018 — Female — 78 years

Code

Anger

Be doubtful/Suspicions

Being motivated

Confusion

Dependency from others
Disappointment

Feeling of becoming old
Frustration

Hope

Indifference

Mistrust in healthcare professionals
Need of support from care professionals
Negative relationship with healthcare professionals
Pride

Rejection of the disease
Resignation

Satisfaction

Self neglect

Sense of helplessness

Serenity

Shock

Skepticism

Symptom Burden

Uncerteinty

[l S B B R N R S R T R S L " SN SR S}

(=)
=)}

Frequency
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Table 6 (continued)

Worry

Total

Pt. 019 — Female — 73 years
Code

Acceptance

Awareness of the disease
Confusion

Desire for independence
Disappointment

Fear of falls

Fear of fracture

Feeling lucky

Frustration

Hope

Indifference

Need of support from care professionals
Negative relationship with healthcare professionals
Perceiving oneself with manifestations of the disease
Positivity

Relief

Resignation

Self neglect

Self perceived burden
Struggle

Symptom Burden
Uncerteinty

Vulnerability

Total

Pt. 020 — Female - 69 years
Code

Acceptance

Be doubtful/Suspicions
Being motivated

Confusion

Desire to be healthy
Disappointment

Fear of future

Feeling lucky

Feeling of becoming old
Frustration

Hesitation in taking medicine
Hope

Indifference

Perceiving oneself with manifestations of the disease
Physical decline

Positivity

Pride

Rejection of the disease
Satisfaction

Self neglect

Self-love

67

Frequency

[ NG T S N S VG N Y S VA G U GG GG NG Y GV VGV G N J S

w
w

Frequency
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Table 6 (continued)

Side effects 1
Struggle with an invisible disease 1
Uncerteinty 2
Total 41
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