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ABSTRACT

Introduction: Despite an improved understand-
ing of its pathogenesis, dry eye disease (DED)
remains relatively underestimated and its treat-
ment challenging. A better alignment between

A. Vercesi
Studio Oculistico Prof. Vercesi, Tortona, Italy

R. Frisina
Ospedale G. Da Saliceto, Piacenza, Italy

F. Bandello - L. Berchicci
IRCCS Ospedale San Raffaele, Milan, Italy

E. Aragona
Clinica Oculistica Ospedale San Raffaele, Milan,
Italy

F. Semeraro - V. Romano
UO Spedali Civili, Brescia, Italy

1. Di Carlo
Studio Oculistico Dott, Di Carlo, Turin, Italy

M. Reibaldi - A. Ghilardi
Clinica Oculistica Ospedale Molinette, Turin, Italy

A\ Adis


http://crossmark.crossref.org/dialog/?doi=10.1007/s40123-024-01033-7&domain=pdf
https://doi.org/10.1007/s40123-024-01033-7

2966

Ophthalmol Ther (2024) 13:2965-2984

the clinical evaluation and the patient self-
assessment also requires capturing the whole
patient experience of DED. This project aimed to
unveil this experience through narrative medi-
cine (NM).

Methods: The project involved 38 expert cen-
tres in Italy and one in San Marino, targeting
adult patients with DED, their informal caregiv-
ers and their treating ophthalmologists. Written
narratives and sociodemographic and quality of
life (QoL)-related data were anonymously col-
lected through the project’s webpage. Narra-
tives were analysed through MAXQDA (VERBI
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Software, Berlin, Germany), NM classifications
and content analysis.

Results: A total of 171 patients with DED, 37
informal caregivers and 81 ophthalmologists
participated in the research. DED was defined
as a disabling condition by 19% of patients and
35% of caregivers; 70% of patients reported
that a therapeutic alliance is an integral part of
DED treatment and 32% hope for more effec-
tive therapies. Forty-four per cent of patients
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assessed their own QoL as good; however, DED
emerged as importantly impacting work perfor-
mance and social events. DED physical, emo-
tional and economic burden and the cruciality
of a trusting care relationship represent the main
themes that emerged across all narratives, while
empathy and effective treatment are among the
factors favouring coping with DED.

Conclusion: This project marked a pioneering
initiative investigating the lived experience of
patients with DED through NM, simultaneously
involving all viewpoints involved in the care
pathway. NM enabled the unveiling of factors
tavouring the ability to cope with DED and its
associated QoL implications and provided valua-
ble insights to improve the therapeutic alliance.

Keywords: Dry eye disease; Patient experience;
Narrative medicine; Quality of life; Coping
strategies

Key Summary Points

Why carry out this study?

Dry eye disease (DED) is a prevalent, multi-
factorial condition that can severely affect
patients’ quality of life (QoL), daily function-
ing and work productivity, and is associated
with increased mental health burden.

Despite advancements in understanding
DED, a better alignment is needed between
clinical evaluation and patient self-assess-
ment. Since qualitative issues are crucial

to obtain a deeper comprehension of DED
management, narrative medicine (NM) con-
stitutes an innovative approach for investi-
gating the issues of living with DED to com-
plement clinical data with patient-reported
information.

What was learned from the study?

Patients with DED may face disbelief about
their limitations and a lack of understanding
regarding symptom severity. DED underesti-
mation by healthcare professionals may exac-
erbate anxiety and depression in patients.

DED is perceived as a disabling condition by
a significant portion of patients and caregiv-
ers, underlining the need for greater recogni-
tion and support.

A therapeutic alliance between patients

and healthcare professionals is crucial, with
empathy and effective communication being
fundamental in enabling patients to cope
with DED.

DED carries a considerable economic bur-
den, both in terms of expenses for the care
pathway (e.g. treatments of eye specialist
visits not covered by the Italian national
healthcare system) and in terms of work per-
formance. Patients highlighted the need for
more affordable and accessible therapies.

NM provided a pioneering overview of the
nature of living with DED in Italy. It revealed
lesser-known practical, emotional, and social
issues related to DED; furthermore, it under-
lined the importance of fostering empathy in
care relationships and enhancing DED aware-
ness to improve therapeutic alliances and,
therefore, patient compliance and outcomes
in the care pathway.

Overall, this research improved our under-
standing of DED by integrating the perspec-
tives of patients, caregivers, and treating
ophthalmologists, and offers insights to
improve the therapeutic alliance and quality
of care in DED.

INTRODUCTION

Dry eye disease (DED) is a prevalent, multifac-
torial, chronic and progressive condition of
the ocular surface, characterised by the loss of
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homeostasis of the tear film [1, 2]. A summary
of available data suggested that DED prevalence
ranges from 6% to 34% of the adult population
worldwide, with a higher prevalence observed
among the elderly [3, 4]; some of the varia-
tion in observed prevalence between studies is
thought to be due to differences in the defini-
tion of DED used.

The onset and development of DED are influ-
enced by both intrinsic (e.g. ageing, autoim-
munity, drying medications) and extrinsic fac-
tors (e.g. desiccating environment, exposure) [5,
6]. Female sex, prolonged screen use, contact
lens usage, and hypertension remain among the
most common risk factors [7-10], while other
contributing factors include ageing, lifestyle,
medication usage, Sjogren’s syndrome, chronic
inflammation and oxidative stress [11].

DED symptoms—including irritation, sting-
ing, dryness, ocular fatigue and fluctuating
visual disturbances [3]—can severely affect
patients’ quality of life (QoL), daily activities
and work productivity [12-16] and are associ-
ated with increased levels of anxiety and depres-
sion [17]. The socioeconomic costs of DED can
be high, in terms of both direct (medical fees
and treatment costs) and indirect (work absen-
teeism and impaired productivity) costs, with
the greatest economic impact arising from indi-
rect costs [18, 19].

Despite advances in understanding the
pathogenesis, diagnosis and treatment of DED
remain challenging [20]. Specifically, diagnosis
is complicated by the multifactorial nature of
DED, often leading to disparities between diag-
nostic tests and patient-reported symptoms [21,
22]. As reported in the literature, the impact
of DED on patients’ lives can be evaluated by
assessing symptoms and QoL. A standardised
classification system that combines objective
measurements with subjective assessment has
been proposed to inform treatment strategies
[2, 23]; however, QoL questionnaires may not
tully capture the complete disease experience,
as they may fail to integrate quantitative data
with semantic meaning. Therefore, obtaining
qualitative and patient-reported data is crucial
to ensure comprehensive DED evaluation and
management [24].

Narrative research has been endorsed by the
World Health Organisation for investigating the
subjective experience of a medical condition
[25] within a real-world context [26] to comple-
ment quantitative and clinical data. Specifically,
narrative medicine (NM), based on illness nar-
ratives [27], seeks to integrate the biomedical
domain, focusing on the disease, with the pez-
sonal (illness) and social experience (sickness) of
a condition [28]. NM embraces the viewpoints
of all individuals involved in the care pathway
and thereby addresses feasible interventions for
a particular disorder [29], enhancing the qual-
ity of clinical care, as evidenced by previous
research [30-32].

Aim

The Dry Eye: Narrative Medicine for Ophthal-
mology (DINAMO) project collected and ana-
lysed narratives of patients with DED, their
informal caregivers and their treating ophthal-
mologists. The research aimed (a) to unveil prac-
tical, emotional, and social challenges associated
with DED, along with patients’ coping strategies
and QoL; (b) to involve caregivers’ and ophthal-
mologists’ experiences to gain a deeper under-
standing of informal caregiving and the care
relationship in DED; and (c) to offer valuable
insights that contribute to a deeper understand-
ing of DED and to advance clinical practices for
its management.

Through NM, this project provided a pioneer-
ing overview of living with DED in Italy, inte-
grating the viewpoints of all the actors involved
in the care pathway.

METHODS

The project was conducted between July 2022
and February 2023 across 38 Italian centres
with expertise in DED as well as one hospi-
tal-based centre in San Marino (Supplemen-
tary Material Supplement 1). The project was
designed to target adult patients with DED,
their informal caregivers and their treating
ophthalmologists.
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In July and September 2023, ophthalmolo-
gists from these centres participated in a webinar
conducted by researchers from ISTUD (Istituto
Studi Direzionali), Healthcare Area. The webi-
nar aimed to train these clinicians in NM and
to discuss the project aim, design, and investiga-
tion tools. Afterwards, these ophthalmologists
were invited to engage patients with DED and
their informal caregivers to join the project by
accessing the webpage https://www.medicinana
rrativa.eu/dinamo. However, participation in the
research was entirely voluntary.

A diagnosis of DED at any stage (mild, mod-
erate, severe) and without a minimum follow-
up period after diagnosis, or being an informal
caregiver of a person diagnosed with DED, were
the sole inclusion criteria for patients and car-
egivers, respectively. However, proficiency in
Italian writing and a basic level of computer
literacy were essential for participation in the
project. In the event that participants lacked
either of these abilities, they were entitled to
request assistance.

Narrative and Data Collection

Written narratives were collected anonymously
via the Alchemer platform (LLC, CO, USA),
which participants accessed anonymously
through the project webpage. Researchers
adhered to the Web Content Accessibility Guide-
lines 2.1 [33] to ensure survey accessibility; no
sensitive data were requested.

Upon accessing the online platform, patients
and caregivers were requested to answer a soci-
odemographic and QoL survey and to write their
narrative supported by an illness plot [34], char-
acterised by evocative words. This encouraged
individual expression and was chronologically
structured to guide the narrative and to iden-
tify changes over time [35]. The experience of
the treating ophthalmologists was gathered on
the same platform through the parallel chart
[36], i.e. a personal block, parallel to the clini-
cal chart, to note their own considerations and
emotions related to the care relationship in plain
language. The patients described in these paral-
lel charts could not include patients participat-
ing in the project. Overall, these investigation

tools (Supplement 2) addressed two common
aspects: (a) the personal, emotional and care
experience of DED from the onset of symptoms;
and (b) the QoL perception and the current daily
life and care pathway with DED.

Data collection tools were designed by two
ISTUD researchers with different academic back-
grounds and subsequently reviewed by the pro-
ject steering committee, which included three
internationally experienced DED ophthalmolo-
gists, to reduce any potential cognitive bias.

Ethical Considerations

The project was performed according to the
Declaration of Helsinki and approved by the
Ethical Committee of the Policlinico Campus
Bio-Medico (Rome, Italy) in October 2022 (pro-
tocol ID PAR 68.22 OSS). Participants provided
web-based informed consent before accessing
the online survey and the narrative collection
and after being briefed on the project purposes
and personal data handling procedures, accord-
ing to the General Data Protection Regulation
of the European Union (EU) 2016/679 [37] and
the Italian Law 196/2003 [38]. All web-based
informed consent forms included the publica-
tion of anonymised responses and narratives.
Furthermore, participants were informed that
the online platform used in the research oper-
ates on a European server that adheres to EU
regulations, thereby precluding the collection of
potentially sensitive digital data.

Narrative and Data Analysis

ISTUD researchers employed descriptive statisti-
cal techniques to analyse the sociodemographic
data. Answering survey questions or filling in
fields in the illness plots and parallel charts was
not mandatory and non-respondents were con-
sidered as a separate category.

Open interpretive coding was used to identify
and analyse the emerging contents and themes
in all narratives. Narratives were entered into
MAXQDA (VERBI Software, Berlin, Germany)
qualitative analysis software [39] for coding
and content analysis [40]. To ensure consistency
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across team members, researchers collectively
coded ten narratives for each group of partici-
pants; this process allowed for the identification
and resolution of any discrepancies in interpre-
tation across team members. Subsequently, the
remaining narratives were independently coded
by researchers, with regular meetings scheduled
to address any ambiguity and peer debriefings
conducted to limit any potential interpretation
bias.

Furthermore, narratives were retrospectively
classified in accordance with the following: (a)
Kleinman'’s classification [28] identification of
disease-, illness-, and sickness-related aspects in
narratives; (b) Launer and Robinson’s classifica-
tion [41] distinguishing between stable narra-
tives, where the lack of coping strategies deter-
mines a lack of future perspective, progressive
narratives, in which coping strategies allow a
tuture perspective, and regressive narratives, in
which the lack of coping strategies leads to a
worse future compared with the initial situation.
Strategies for coping [42] with DED were identi-
fied within narratives.

The steering committee discussed the results
to address the emerging issues and data interpre-
tation collectively. The research team followed
the ‘Consolidated criteria for reporting qualita-
tive research’ (COREQ) reporting guidelines [43].

RESULTS

A total of 171 patients diagnosed with DED
and 37 informal caregivers participated in the
research; 163 patient narratives and 35 car-
egiver narratives were identified as suitable for
the analysis. Eighty-one ophthalmologists wrote
111 parallel charts.

Seventy-eight per cent of patients were
female, with a median age of 58 years (range
24-89); patients described in parallel charts
were similar in terms of prevalence of female sex
(77%) and median age (56 years, range 13-84).
Table 1 provides sociodemographic data of par-
ticipants and patients described in the parallel
charts, including non-responders as a separate
category.

The results are presented with a focus on
(1) the DED care pathway from early symp-
toms to current management and treatment;
(2) patients’ and caregivers’ perception of QoL,
encompassing the impact of DED on daily life
and its associated economic burden; (3) the DED
illness experience as analysed through Klein-
man'’s classification and the main themes that
emerged; and (4) factors contributing to coping
with DED for patients, caregivers and ophthal-
mologists as identified through Launer and Rob-
inson’s classification.

Narratives informed (1) to (4), while both nar-
ratives and quantitative survey data were used
to investigate (1) and (2). Supporting quotes are
provided in Figs. 3 and 4 and Tables 2 and 3;
three narratives are available in English within
Supplement 3. To mitigate reidentification risks,
different codes were used compared with those
used during the initial data collection to identify
participants.

Sixty-five per cent of patients, 46% of car-
egivers and 47% of ophthalmologists described
writing as a positive experience (‘I am extremely
happy to have shared my experience before and
after learning about having dry eye. Many peo-
ple like me, especially women, suffer. I have met
other women my age who did not know it is
a disease and endured and worsened to avoid
bothering others’—P083). Specifically, writing
was beneficial for 30% of patients, 39% of car-
egivers (‘Living with someone with dry eye is
not always easy; you often feel helpless [...]. Col-
lecting data for research is invaluable’—C014)
and 22% of ophthalmologists. Nonetheless, it
remained a challenging experience for 5% of
both patients and ophthalmologists (‘I usu-
ally talk about patients’ diseases from a purely
technical rather than psychological standpoint,
despite always considering the impact on the
quality of life’—PCO028).

DED from Early Symptoms to Current
Management

Patients reported experiencing DED onset, on
average, at 46 years (£ 17). Thirty-eight per cent
of patients reported having moderate DED and
27% severe DED; 14% stated that they were not
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Table 1 Sociodemographic data of participants

Patients with Caregivers (N=37)  Treating ophthal- Patients in
DED (N=171) mologists (N=81)  parallel charts
(N=113)

Gender

Female 134 (78%) 24 (65%) 44 (54%) 87 (77%)

Male 31 (18%) 11 (30%) 37 (46%) 25 (22%)

Not specified 6 (4%) 2 (6%) - 1(1%)
Age, years (range) 58 (24-89) 48.5 (19-80) 39.5 (25-72) 56 (13-84)
Nationality*

Tralian 159 (93%) 37 (100%) 80 (99%) 105 (93%)

Other EU country 4 (2%) - - 2 (2%)

Extra-EU country 2 (1%) - 1(1%) 3 (3%)

Not specified 6 (4%) - - 3(3%)
Geographic residence

Northern Italy 54 (32%) 16 (43%) 25 (31%) 38 (34%)

Central Italy 46 (27%) 7 (19%) 19 (23%) 21 (19%)

Southern Iraly 69 (40%) 13 (35%) 35 (43%) 50 (44%)

San Marino 2 (1%) 1 (3%) 2 (2%) 4 (4%)
Education

Elementary school 8 (5%) 1.(3%) - 8 (7%)

Middle school 21 (12%) 3 (8%) - 18 (16%)

High school 72 (42%) 15 (41%) - 39 (35%)

Bachelor or higher degree 62 (36%) 16 (43%) - 29 (26%)

Not specified 8 (5%) 2 (5%) - 19 (17%)
Employment status

Student 5 (3%) 2 (6%) - 3 (3%)

Working 86 (50%) 24 (65%) - 52 (47%)

Not working 14 (8%) 2 (5%) - 10 (9%)

Retired 51 (30%) 7 (19%) - 4 (4%)

Other 7 (4%) - - -

Not specified 8 (5%) 2 (5%) - 7 (6%)
Marital state

Single 28 (16%) 9 (24%) - 15 (13%)
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Table 1 continued

Patients with Caregivers (N=37)  Treating ophthal- Patients in
DED (N=171) mologists (N=81)  parallel charts
(N=113)
Married or cohabiting 113 (66%) 21 (57%) - 76 (67%)
Separated 9 (5%) 2 (5%) - 5 (4%)
Widow 13 (8%) 3 (8%) - 6 (5%)
Not specified 8 (5%) 2 (5%) - 11 (10%)
Professional activity, years (range) - - 10 (1-45) -
Workplace
Hospital - - 54 (67%) -
University hospital - - 16 (20%) -
Other - - 11 (14%) -

Data are presented as N (%) or median (range)

Patients were recruited by ophthalmologists at Italian centres, and while almost all were resident in Italy, the nationalities of
patients extended beyond Italy to other EU countries (‘other EU’) and countries outside the EU (‘extra-EU’)

DED dry eye disease, EU European Union

informed about their DED stage. A total of 98
patients (57%) suffered from other conditions,
among them, arthritis (11/98), hypertension
(22/98), diseases involving the thyroid (12/98)
and Sjogren’s syndrome (13/98). Only 10%
underwent surgery to reduce myopia. In 62%
of the cases, the ophthalmologist was the first
addressed healthcare professional, followed by
the general practitioner (17%). Eighty-seven per
cent reported using tear-replacement eye drops
and 42% other treatment strategies to manage
DED.

Twenty-two per cent of patients reported hav-
ing experienced eye issues before DED onset. At
diagnosis, 31% stated that they did not know
about DED (‘I had no idea what this disease
was’—P013), while 21% felt disbelief or discour-
agement (‘I was very sad because I realised that
it was not healing and that I had to live with
it'—P035).

DED was defined as a bothersome condition
in 45% of patient and 21% of caregiver nar-
ratives; moreover, it emerged as manageable
(23%) or torturous (13%) in patient narratives
and underestimated (29%) or impactful (9%)
in caregiver narratives. Notably, patients and

caregivers both defined DED as a disabling dis-
ease in 19% and 35% of narratives, respectively
(“This disease is severely disabling and should be
properly recognised by law. Besides this, it also
heavily affects the economic situation of the suf-
ferer’'—P019; ‘DED is disabling, unrecognised,
unknown, and not fully understood’—C006).

In narratives, 70% of patients reported that
therapeutic alliance is an integral part of treat-
ment; 11% emphasised the need for constancy
in therapies and 14% reported ineffective treat-
ments. Four per cent highlighted their eco-
nomic burden (“Treatments are rather expensive,
because they are not covered by the national
healthcare system’—P123). Specifically, in the
survey, an average annual cost of €1505 for
DED treatment and care (e.g. visits with eye spe-
cialists or therapies not covered by the Italian
national healthcare system) emerged for patients
with severe DED, €630 for patients with moder-
ate DED and €398 for patients with mild DED.
Forty-two per cent of patients reported they had
undergone other procedures, such as photobio-
modulation and tear plugs.

Seventy-eight per cent of caregivers reported
that they were satisfied with the current DED
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Table 2 Shared themes among patients, caregivers and ophthalmologists: quotes from narratives

DED physical impact ‘Before, I had never felt any issues with my eyes, I wasn’t even aware of them. There were
no warning signs; it all happened suddenly one morning when I woke up. The night
before, everything was fine... But that morning, I felt something strange in my eyes, a
new sensation of heaviness and discomfort. My days were marked by discomfort, pain,
burning, sensitivity to light and blurry vision, especially in the evenings. At home, I
used various eye drops several times a day. I was bothered by the kitchen light during
dinner and by the TV light in the evenings. I tried to explain my symptoms to others,
but unless you experience them yourself, it’s hard to understand, like with all illnesses.
(P008)

‘Mom complained about some eye discomfort, especially feeling like there was a foreign
body inside, like having sand in her eyes, causing a lot of irritation and burning sensa-
tion, accompanied by headaches.” (C014)

“The patient told me she had always experienced some discomfort in her eyes since she
was a child, around the time she was diagnosed with atopic dermatitis, a condition
known to also cause alterations in the eye surface. However, for about a year, the eye
discomfort intensified to become a real issue, especially when she went out during
autumn-winter with cold air, which triggered uncontrollable tearing. As she wiped
and rubbed her eyes, they became red, irritated, with a persistent sensation of a foreign
body. Even though it didn’t happen all the time, the patient said she truly couldn’t bear
this discomfort anymore, and it even embarrassed her because the eye makeup often

didn’t hold up, resulting in what she described as terrible outcomes. (PC035)

Daily use of eye drops ‘I wake up early in the morning. I wash my face, but most importantly, I use cotton
pads soaked in warm water to clean my eyes. I put a few drops of cortisone eye drops
on the inside of the lower eyelids and, after an hour, I use a state-of-the-art eye drop
for treating dry eyes. Throughout the day now, I go about my activities regularly, often
using lubricating eye drops for relief. In the evening, when I return home, I dedicate
almost an hour to eye care, using warm compresses for twenty minutes, an eye mask
for ten minutes and cotton pads soaked in warm water to remove any remaining
debris for another ten minutes. Before going to sleep, I apply a few drops of cortisone
eye drops on the inside of the lower eyelids (like the morning routine). Thanks to
the consistency of these measures, I have gradually resumed applying makeup, using
specific natural, anti-allergic eyeshadows. (P015)

‘Her days were marked by schedules for instilling eye drops, which provided her with
some minimal relief. (C002)
‘I started her on tear substitutes until we found the right one for her, together with

steroid eye drops in varying dosages. (PC071)
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Table 2 continued

DED emotional and social impact ‘At first, they didn’t understand at home. Then they tried to be as supportive as they
could. I couldn’t carry out normal daily activities anymore, so my children and my
mother helped me. My partner, with whom I had been for eight years, started becom-
ing impatient and angry with me. He said it was all dependent on me, that I shouldn’t
dwell on it and that I should go out and try. He was bothered that he had to accom-
pany me to appointments and that we were no longer socially active. Eventually, out
of desperation, I ended this relationship, as it was only worsening my psychological
condition.’ (P019)

‘At first, she was calm because the discomfort was minimal, but as the problem wors-
ened, she began to complain and sometimes felt demoralised.” (C032)

‘Her life had changed enormously; she had started avoiding going out with friends
because she felt uncomfortable in crowded places.” (PC042)

DED economic and work impact ‘T want my treatment to be reimbursed by the national health system. Sjégren’s syn-
drome patients have a constant need for eye lubrication, unfortunately eye drops are
very expensive and not everyone can afford it. (P068)

‘She was heavily restricted in her activities. I noticed she struggled to use the computer
and read books, and she no longer felt confident driving at night. With the arrival of
the pandemic, she had to teach her students in front of a screen, and I returned home
from the place where I was studying to help her with her computer-related tasks.
Moreover, she avoided going out, especially on windy days. Over time, she began
delegating all tasks to me” (C015)

‘She had recently become a widow and was forced to support herself by working long
hours on the computer. However, she could no longer do so, affecting her ability to
provide for herself. (PC048)

Importance of care relationship ~ ‘Twas lucky to be followed by competent specialists who understand me emotionally and

support me medically” (P096)

‘Doctors are crucial not only for the treatments but also for the information and explana-

tions they provide for these kinds of issues.” (C036)

‘I dedicated a lot of myself to this person. A friendship developed, and above all, trust.

Thanks to this trust, even the ocular therapy worked.” (PC046)

DED dry eye disease, C caregiver, P patient, PC parallel chart

management, while 13% stated that it remains
challenging.

Concerning DED therapies in general, 30%
of ophthalmologists described them as good,
effective or undergoing innovations. For 16% of
ophthalmologists, DED treatment remains criti-
cal, while for 9% it should be tailored to each
patient’s ocular condition. Additionally, 26%
of ophthalmologists believed that DED aware-
ness should be raised among colleagues and
patients. In parallel charts, a tailored treatment

strategy (37%) and being at the patient’s side
(31%) were indicated as crucial actions in DED
management.

Concerning the future of DED care, 32% of
patients stated a need for more effective or defin-
itive therapy (‘I wish I had a more effective and
lasting solution’—P101), with an additional 6%
wishing for a therapy requiring fewer admin-
istrations (‘I would like to reduce the number
of administrations’—P001); conversely, only
5% seek actions such as heightened awareness,
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Table 3 Factors favouring coping with DED experience and care: quotes from narratives

Proper diagnosis and DED

understanding

Empathetic care relationship

Effective therapies and strat-

egies to achieve balance

‘I became aware of the problem and tried to address it with the doctor. (P046)

“Today I feel more at peace because together we managed to find a balance, and my mother has
learned to manage her condition.’ (C015)

‘People felt satisfied and relieved because they finally had a diagnosis and a proper treatment”

(PC045)

‘T am happy to have found good and helpful professionals who did not underestimate even
the smallest details.” (P092)

“The current treatment seems to be showing positive signs. Our current eye doctor is compas-
sionate. He wants to help us. He’s empathetic, listens to my mom, lets her talk and tries to
reassure her. He’s honest. I think he’s the first doctor truly worthy of his role: he’s someone
who is there for those who suffer, has a big heart, and when he diagnosed my mother, he
cried with her. (C017)

“The treatment of dry eye involves a multifactorial approach that addresses on the one hand,
the problem occurring on the ocular surface, but also involves explaining to the patient
what is happening, why the therapy that appears complex and invasive at first can then
gradually be modified as the clinical picture changes, and demonstrating that the doc-
tor can create a therapeutic alliance with the patient, so that the problems created by the
disease can be addressed and resolved together. In a word, it is crucial that empathy is
established between doctor and patient. (PC095)

“The doctors were truly a miracle for me; after a few months of treatment, I was truly reborn.
(P054)

“The doctors are highly competent, and the treatments are tolerable and effective. (C035)

“We both had to have the patience to look for the right product for her; I tried to encourage
her not to give up and to continue the therapy. Sometimes the results are not immediate, and
I tried to make her understand that this does not mean that the therapy does not work, but

that it takes perseverance and dedication to get lasting relief from the symptoms. (PC033)

2975

DED dry eye disease, C caregiver, P patient, PC parallel chart

cost-effective therapies and disease exemptions.
Twenty-two per cent of caregivers advocated for
increased research efforts and improved access to
treatments (‘I would like research to be funded,
for there to be expert centres in every city and
above all for more information to be conveyed
in the most appropriate way for everyone'—
C006), 29% of ophthalmologists highlighted
the importance of more effective treatments
and 21% advocated attentive listening within
the care pathway (‘I would like the way of deal-
ing with this disease to be increasingly based on
empathy and the relationship between doctors
and patients to be constructive so as to create a
true complicity aimed at combatting the disease
and its consequences'—PC096).

QoL Perception and DED Impact on Daily
Life

Overall, 47% of patients assessed their QoL as
good, 33% as fair and 12% as poor (Fig. 1); 42%
of caregivers rated the patients’ QoL as good,
while 25% rated it as fair and 17% as poor.
Patients reported experiencing the most discom-
fort due to DED in the evening (53%), followed
by the morning (44%), with an additional 16%
reporting discomfort at night.

In the survey, DED symptoms were identi-
fied as a significant factor affecting work per-
formance, with patients reporting difficulties
in reading for extended periods, particularly
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on digital screens, or needing to interrupt their
activities (‘I can’t read for long, especially at
the computer. I need to moisten my eyes often
and must take many breaks'—P129). Patients
also reported difficulties in concentrating dur-
ing tasks (‘I always feel unfocused’—P047) and
indicated that they had less time to complete
specific jobs and activities, particularly those
who had to work long hours in front of digital
screens (Fig. 2).

Although an improvement in activities was
reported in 23% of patient narratives (‘My
activities have greatly improved in quality
and quantity’—P092) compared with the onset
of DED, 10% of patients stated that many of
these activities require specific attention;
nonetheless, 30% still reported severe limi-
tations in their activities (‘I always feel lim-
ited: driving used to give me great independ-
ence both in my daily life and on even short
holidays [...]. I still can’t read or even watch
films’—P032). Furthermore, 15% and 27% of
patients indicated that DED has a ‘high (rel-
evant)’ or ‘quite (somewhat)’ impact, respec-
tively, on social engagements and events.

33%

12%

Poor Fair

Good

DED Experience in NM Classifications and
Content Analysis

Patient narratives were mostly characterised
by illness elements (89%) [28], which were also
predominant in caregiver narratives (89%) and
parallel charts (78%). The use of technical and
scientific language to describe DED, which
characterised 77% of the parallel charts and
43% of caregiver narratives, was less present
in patients’ narratives (39%). Sickness elements
emerged in 30% of patient narratives and 29%
of caregiver narratives, while they were notably
less present in the parallel charts (13%; Fig. 3).

The physical, emotional, social and eco-
nomic impacts of DED emerged from content
analysis as the main themes shared among par-
ticipants’ narratives, together with the daily
use of eye drops and the importance of a trust-
ing care relationship (Table 2).

Strategies and Factors to Cope with DED

As shown in Fig. 4, following the Launer and
Robinson’s classification [41], 48% of patient
narratives were classified as stable, as were 34%
of caregiver narratives and 32% of parallel

2% 6%

Excellent n/r

Fig. 1 Quality of life as self-assessed by patients with dry eye disease (N =171)
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32%

40%
29%

19%
15% 15%

| am less focused than | would
like

| perform less than | would like

= Not at all Not much

11%
21% 21%
31%

45%
15%

| have reduced the time spent on
certain jobs/activities

| had to change work
environment

Quitealot mAlot mN/r

Fig.2 Dry eye disease impact on work performance and activities as self-assessed by patients (N=171)

charts. Progressive narratives were prevalent
among caregivers (66%) and ophthalmologists
(68%), but slightly less present among patients
(45%). Notably, regressive narratives were present
only among patients (7%).

The coping factors [42] that allow a patient
narrative to progress included the following:
(a) reaching an understanding of DED, with
the support of an ophthalmologist; (b) a solid
care relationship and an empathetic attitude by
the ophthalmologist; (c) even partially effective
treatment strategies; and (d) understanding and
support from close people, together with the
possibility to talk openly about DED. Caregivers
shared (a), (b) and (c) with patients, highlighting
the importance for patients to reach a balance in
living with DED. For ophthalmologists, building
a therapeutic alliance with patients and feeling
improved in their professional skills constituted
the main coping factors (Table 3).

DISCUSSION

The DINAMO project marked a pioneering NM
initiative in Italy dedicated specifically to DED.

It engaged a substantial number of Italian cen-
tres, investigating simultaneously the perspec-
tives of patients, informal caregivers and treat-
ing ophthalmologists.

The analysis of patient narratives revealed a
distinct focus on sickness [28] compared with
caregiver narratives and parallel charts, high-
lighting critical aspects of living with DED that
risk being overlooked. Primarily, patients fre-
quently encounter a lack of understanding of
the disease, with their acquaintances frequently
doubting the severity of their symptoms and the
hindrance that DED causes in their daily activi-
ties. Furthermore, healthcare professionals may
also occasionally underestimate DED, as evi-
denced in the literature [22], which may result
in an increase in patient anxiety and depression
as they seek solutions for their condition.

Moreover, many patients perceive DED as a
disabling condition. Caregivers echo this percep-
tion, emphasising how DED is underestimated
in terms of its impact on patients’ QoL and
activities. As highlighted in the literature [44],
DED—especially moderate to severe DED—is
associated with pain, limitations in daily activi-
ties, and poor general health, often leading to
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89% 89%
77% 78%
43%
30% 29%
13%

Patients (N=163) Caregivers (N=35) Ophthalmologists (N=111)

m Disease M lliness i Sickness

—I started to blink more frequently and developed increasingly pronounced photophobia,
to the point where | involuntarily closed my eyes both while driving and walking. | couldn’t
read under artificial light anymore. (P031)

—She felt at ease regarding dry eye issues; up until a year ago, cardiovascular and joint
problems were her main concerns. She had undergone cataract surgery, and yes, she had
suffered because of her eyes. (C004)

—The patient came to our attention in despair, having tried various tear substitutes,

Disease

corticosteroids, antihistamines, cyclosporine, and autologous serum. Her suffering
stemmed from the fact that she couldn’t carry out any activities due to continuous burning
and redness in her eyes. (PC056)

—I felt different. | didn’t feel like myself anymore. | started feeling unattractive because |
couldn't do eye makeup or wear eye liner anymore. | began to feel restricted in many things
and like a burden to my family and at work. (P019)

—My partner tended to be more anxious, annoyed, and stressed out. | felt frustrated by this
condition as it greatly impacted my life. (C002)

—I felt obligated to help her as quickly as possible to make her capable of doing her job
again. | saw fear in her eyes. [...] She was very worried that the severity would require too
much time and result in losing her job. (PC048)

—I was struggling with everyone because | didn’t understand what was happening to me,
and others thought | was either depressed or exaggerating. So, | withdrew into myself..
(P035)

—It was concerning to see her at home wearing dark glasses. Others made fun of her and
didn’t understand why she always had on dark glasses. (C006)

—The people around her don’t always understand when she needs to take a break. (PC033)

P = Patient; C = Caregiver; PC = Parallel chart.

Fig. 3 Narratives analysed according Kleinman’s classification
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7%

Patients (N=163)

Regressive

Stable

Progressive

48%

66% 68%

45%

34% 32%

Caregivers (N=35)
Stable

Ophthalmologists (N=111)

M Regressive Progressive

—After two years, I'm still not feeling well. The new therapy I’'ve been following for about
nine months has somewhat improved the situation, but the burning and abnormalities are
still there. Sometimes | have a slightly better period, but it only lasts for a couple of days,
if I’'m lucky. Sometimes | lose hope, and | just wish not to wake up anymore. | just want my
past life back. (P003)

—Today | feel overwhelmed by my lack of freedom; I'm restricted in so many aspects of my
life. [...] 1 don't like how others see me, and it makes me anxious. (P062)

—I feel frustrated and tired. (C027)

—I feel a bit powerless around her. (CP070)

=Since | started the therapy for dry eye, | feel much better. The treatment has helped me
manage the symptoms and prevent further eye irritation. Even though | still need to be
very careful in protecting my eyes from sources of irritation, I'm very grateful to have a
solution that allows me to manage the condition and lead a normal life. (P112)

—I feel more at ease because together we managed to find a balance; my mother has
learned to manage her condition. (C015)

—I'm satisfied because the patient felt understood and, as a result, was more motivated to
follow the therapy much more consistently than before. (CP097)

P = Patient; C = Caregiver; PC = Parallel chart.

Fig. 4 Narratives analysed according to Launer and Robinson’s classification
g y g

depression [2]; severe DED impact on patient
QoL could be comparable to that of angina [435].

DED perception as a disabling condition raises
several considerations. Firstly, it draws atten-
tion to the economic burden patients and car-
egivers endure to adhere to the optimal thera-
peutic strategies agreed upon with healthcare

professionals. In addition to the economic cost
of therapies and treatments with eye specialists
not covered by the Italian national healthcare
system, patients are also affected in the work-
place, where DED symptoms can lead to a rel-
evant loss of productivity [46]. Although they do
not set out specific claims, in narratives patient
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and caregivers call for legislative changes to rec-
ognise DED as a disabling disease, also request-
ing support to address this economic burden, for
example by reducing the costs of more advanced
therapies.

Secondly, while patient and caregiver nar-
ratives vividly illustrate DED as a disabling ill-
ness, this aspect is not as prominently evident
in parallel charts, indicating a significant mis-
alignment among patients and treating ophthal-
mologists. As for other eye conditions [32], the
significant impact on QoL, the economic bur-
den and the chronicity of the condition should
require an important commitment from oph-
thalmologists towards people suffering from
DED. Ophthalmologists should be aware of this
discrepancy and address it while acknowledging
the physical, emotional, and social burden of
DED for more comprehensive and effective care.
To establish a therapeutic alliance with patients
suffering from this predominantly symptomatic
condition, ophthalmologists must consider not
only the improvement of objective symptoms
but also the promotion of patient wellbeing and
QoL, as discussed in the literature [24].

Thirdly, narratives categorised as regressive [41]
are prevalent among patients alone. This indi-
cates the need to promote coping mechanisms
beyond the severity level of DED, including
building an effective therapeutic relationship,
facilitating understanding and patient awareness
of DED and ensuring patients feel understood.
As highlighted in narratives from ophthalmolo-
gists and the literature [44], personalised treat-
ment in accordance with the needs expressed
by patients is crucial and has the potential to
revolutionise clinical practice, while building
an effective therapeutic alliance requires empa-
thetic dialogue, creating a supportive environ-
ment for patients. Considering the subjective
nature of DED symptoms, physicians should
understand their patients not solely based on
objective eye features but also within their per-
sonal context [47].

Since DED symptoms may not always align
with the objective disease picture, promoting a
strong empathetic doctor—patient relationship
becomes crucial. Empathy, furthermore, emerges
from narratives as a significant coping mecha-
nism for both patients and caregivers.

This research has some limitations. First,
patients were included regardless of specific
clinical characteristics. Second, as participation
in the project was voluntary, researchers could
not quantify agreements between patients, car-
egivers and ophthalmologists. Third, the project
patient sample only included those patients who
had expressed a willingness to narrate their
experience during follow-up at expert centres;
consequently, the situation of other patients
without access to these centres and/or who did
not choose to share their experience may be dif-
ferent, and even more critical. Fourth, no vali-
dated questionnaires were used to collect QoL
data; however, the absence of validated scales for
QoL assessment allowed the capture of a more
spontaneous and qualitative experience of the
disease through narratives.

This project represents an initial step toward
a more comprehensive understanding of how
DED is experienced by patients, caregivers,
and treating ophthalmologists throughout the
care pathway. Narratives revealed lesser-known
aspects of living with DED, including the lack of
understanding from others and its perception as
a disabling condition. Furthermore, they under-
lined the importance of gaining insight into
coping mechanisms, such as fostering empathy
in care relationship and enhancing personal
and societal DED awareness. These factors are
of critical importance to strengthen the thera-
peutic alliance, thereby enabling personalised
treatment and improving patient adherence.

CONCLUSION

The project investigated the practical, emo-
tional and social issues of DED as experienced by
patients, their informal caregivers and treating
ophthalmologists, simultaneously addressing
and integrating these viewpoints. Their com-
parison provided preliminary insights useful
for DED management, specifically concerning
the care relationship and disease awareness. NM
unveiled factors that favour the ability to cope
with DED and its associated QoL implications
and provided valuable insights to improve the
therapeutic alliance.
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