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ABSTRACT
Objective  This research aimed to investigate the 
experience of major depression by integrating the 
perspectives of patients, caregivers and healthcare 
providers through narrative-based medicine (NBM) to 
provide new insights to improve care relationships.
Design and setting  The research was conducted in 2019 
and involved five Italian psychiatric centres and targeted 
adult patients, their caregivers and healthcare providers 
to address data source triangulation. A sociodemographic 
survey and a narrative plot, based on Natural Semantic 
Metalanguage were collected. Narratives were analysed 
through NBM classifications, NVivo software and 
interpretative coding.
Participants  Thirty-six patients with a diagnosis of major 
depression, 27 caregivers and 33 healthcare providers 
participated in the research.
Results  Among the 96 collected narratives, ‘lonely’ 
was the word patients used most frequently, while ‘sad’ 
and ‘lifeless’ were used most respectively by caregivers 
and healthcare providers. A positive care relationship 
was crucial for 84% of patients in relation to their care 
pathway, and nature (36%) and the arts (28%) were the 
most frequent resources. Caregivers expressed feelings 
of powerlessness and inadequacy, and 21% of them 
reported a declining social life while providing care to a 
loved one with depression. Thirty-one percent of mental 
health professionals experienced difficulties in their 
first encounter with patients; however, their emotions 
progressively moved towards trust and satisfaction. 
Furthermore, 89% of patients and healthcare providers 
and 58% of caregivers evaluated writing the narrative to 
be a positive experience.
Conclusion  Findings suggested the possible role for 
language in understanding major depression, thereby 
improving care relationships between patients and 
physicians. Care pathways might also be more attentive to 
caregivers, to reduce their risk of burnout. Finally, narrative 
medicine could be integrated with the care pathway as 
an additional space of expression, dialogue, reflection and 
development of empathy.

INTRODUCTION
With 300 million people diagnosed with 
depression worldwide, the WHO ranked 

depression as the single largest contributor 
to global disability and the largest contrib-
utor to suicide deaths, which number close to 
800 000 per year.1

Major depressive disorder involves changes 
in mood, interests, pleasure and cognition 
lasting at least 2 weeks. Appetite disorders, 
sleep disturbances, energy loss and dimin-
ished self-esteem can also occur.2 The aeti-
ology of the disorder is multifactorial, and 
environmental factors are strongly associated 
with the risk of developing major depres-
sion: abuse during childhood,3 absence of 
a partner, negative life events (eg, illness 
or grief), financial or social problems and 
unemployment.4

Major depression occurs approximately 
twice as frequently in women than in men 
and affects one in six adults in their lifetime. 
Its course varies considerably in remission 
and chronicity; however, around 80% of 
patients with remittance experience at least 
one recurrence in their lifetime. Heritability 
is approximately 35%.5 The most common 
management strategies comprise psycho-
therapy and pharmacological treatment, 
although the significant heterogeneity of 
interventions depends on clinical severity, 
course, comorbidity and treatment response 
in patient prognosis.6

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ The research integrated perspectives from patients, 
caregivers and healthcare providers.

	⇒ The narrative-based medicine approach allowed 
new insights.

	⇒ Participants did not equally represent all levels of 
severity for major depression.

	⇒ The research involved a limited number of centres 
of care.
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Stigma, either towards oneself or from other people, 
can lead to suffering in silence, resulting in undisclosed 
symptoms, avoidance behaviours and delayed help-
seeking.7–9 Furthermore, the disease can imply conse-
quences for caregivers as well, including possible distress, 
anxiety, and depression.10–12

Previous studies suggested that a narrative approach to 
therapy could be fruitful in the treatment of depression, 
improving the understanding of the living with this condi-
tion and physician empathy.13 14

Narrative-based medicine (NBM) refers to relation-
ships between the healthcare professional and the 
patient, from the collection of information on events 
before the disease, to how it has been diagnosed, with 
a keen emphasis on the psychological, social and onto-
logical implications for the patient.15 In research, NBM 
suggests potential interventions for a specific condition 
and its care pathway by integrating the point of view of 
all actors, including healthcare professionals and care-
givers, with the twofold aim to mediate the patient’s 
context and understand their perspective.15 16 While 
evidence-based medicine (EBM) concentrates on clin-
ical processes and problem-solving, NBM includes the 
personal experience in coping with distress.17 The inte-
gration of EBM and NBM provides clinicians with fresh 
methods to strengthen their clinical practice with narra-
tive competencies.18 WHO recommends the use of narra-
tive research to improve healthcare policies at the level 
of the individual, the health professional, the healthcare 
organisation and the healthcare system’; in addition, the 
collections of multiple perspectives are encouraged.19 
NBM can be applied to four fields of care:20

	► Education to develop healthcare professionals’ narra-
tive competencies.21 22

	► Clinical practice to facilitate efficient and personal-
ised care pathways.23 24

	► Research to investigate new elements to improve 
services of care.25

	► Communication to inform, sensitise and increase 
awareness.26 27

Although the application of NBM to psychiatry and 
mental health has been increasing, literature investi-
gating simultaneously patients with major depression, 
their caregivers and healthcare professionals is lacking. 
The present research aimed to investigate the experience 
of major depression in Italy through the analysis of narra-
tives and the integration of these three target groups’ 
perspectives.

METHODS
Research design and setting
The research was conducted in 2019 and involved the 
patients association National Observatory on Woman’s 
Health (ONDA), and five Italian public Psychiatric 
Centres—namely two general hospitals, one hospital-
based centre and two local healthcare services—equally 
representing northern, central and southern Italy: the 

Mental Health Department at Azienda Ospedaliera Fate-
benefratelli e Oftalmico (Milan), the Psychiatric Clinic at 
Health-University Friuli Central Authority—University of 
Udine (Udine), the Department of Psychiatry at Sant'An-
drea Hospital—La Sapienza University (Rome), the 
Mental Health Department at Palermo Health Authority 
(Palermo) and the DSM3 Department at Marche Health 
Authority (Civitanova Marche). All the referents of the 
association and the Psychiatry centres composed the 
Steering Committee of the research and underwent 
training conducted by scholars from ISTUD on NBM and 
the project aims, design and data collection tools.

A diagnosis of major depression and a clinical follow-up 
in one of these centres represented the patients’ eligi-
bility criteria; no other inclusion criteria were employed, 
except for the willingness to share their experience by 
writing, and the ability to communicate in Italian.

Data collection
Data collection tools were proposed by three NBM 
researchers from ISTUD, and then discussed within the 
project multidisciplinary Steering Committee.

A sociodemographic survey and three different narra-
tive plots, namely plots related to the illness experience, 
were addressed to the three target groups (online supple-
mental material). These plots were structured by using 
the Natural Semantic Metalanguage (NSM), which is 
based on 65 semantic primes, empirically identified as 
concepts universally present in languages, and a set of 
their combinatorial properties. Researchers chose to use 
NSM assuming that a neutral, culture-independent meta-
language might facilitate the expression of individual 
experiences and allow a confrontation between them.28 29

Narrative stimuli were used to ask the patients to 
describe their experiences with major depression, from 
the first symptoms they noticed in the past, moving 
towards the present until their perspectives on the future. 
The caregivers’ narrative plot included another section 
to collect their experiences with caregiving, while the 
healthcare providers’ narrative plot collected informa-
tion on their experiences during the care relationships 
with the corresponding patients.

Narratives were integrated with the patients’ Hamilton 
Depression Rating Scale, which measures the severity 
of depressive symptoms differentiating among normal 
cases (absence of depression), mild, moderate and severe 
depression.30 Clinicians supplied the corresponding score 
for each patient. This integration aimed to individuate 
possible differences in narratives among levels of major 
depression.

From March to September 2019, clinicians from the 
five medical centres directed the participants to the dedi-
cated website https://www.medicinanarrativa.eu/fuori-​
dal-blu, in which, after being informed on the project 
design and purpose, they could write their narratives. 
A coding system was developed to allow triangulation 
among patients, their caregivers and healthcare profes-
sionals while maintaining anonymity: an alphanumeric 
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code identifying the psychiatric centre and the target 
group was assigned by clinicians to patients and their 
caregivers so that researchers could triangulate the narra-
tives without knowing the identity of responders. There-
fore, data and narratives were collected anonymously 
through the Survey Gizmo online survey platform (www.​
surveygizmo.com); at the end of data collection, raw and 
anonymous data were downloaded as an Excel spread-
sheet (Microsoft, Redmond, WA, USA).

Patient and public involvement
ISTUD researchers developed the research questions 
moving from the healthcare professionals’ interest in 
narrative medicine as a tool to improve the care relation-
ship with patients with major depression and caregivers. 
Moreover, ONDA association expressed the intention to 
promote the research to collect narratives from people 
suffering from major depression. Patients did not partic-
ipate in developing the research design and tools and 
were not engaged in interpreting and discussing the 
results. They were invited to participate in the narrative 
activity from their medical centres, and, at the end of the 
research, they could attend the online presentation of the 
results, or watch the video of the presentation uploaded 
on the project website after the dissemination event. 
Patients were not involved in the writing or editing of this 
manuscript.

Ethical considerations
The research was performed in accordance with the 
principles of the Declaration of Helsinki. The materials 
and methods of analysis were agreed on by the project 
Steering Committee.

All participants were informed of the research aim and 
submitted their narratives voluntarily. Written informed 
consent was obtained in compliance with current Italian 
data privacy laws31 and the General Data Protection Regu-
lation of the European Union 2016/679.32 No patient-
sensitive data were reported.

The Ethical Committee of the Mental Health Depart-
ment at Azienda Ospedaliera Fatebenefratelli e Oftal-
mico (Milan) approved the project.

Data analysis
Researchers analysed the sociodemographic survey 
through descriptive statistics. Participants’ narratives were 
entered into the semantic evaluation software NVivo 10 
(QSR International, Melbourne Australia)33 34 for coding 
and analysis. Then, researchers applied Kleinman’s clas-
sification, which distinguishes between disease-centred, 
illness-centred or sickness-centred narratives: specifi-
cally, disease narratives focus on the clinical evolution 
of a condition, using highly technical language, whereas 
illness narratives highlight an individual’s emotional and 
relational experiences in an open and flowing narration; 
sickness narratives reflect society’s perception of a given 
condition.17

The analysis investigated also coping strategies, consid-
ering active coping as the process of trying to remove or 
circumvent a stressor or to ameliorate its effects: plan-
ning, seeking for support or acceptance, can activate 
coping, while elements such as denial or disengagement 
can deactivate coping strategies.35

Moreover, researchers traced metaphors related to 
major depression that emerged within the narratives, in 
the effort to uncover spontaneous meaning associations 
used within daily language.

Researchers analysed narratives both as individual 
respondents and through triangulations to evaluate simi-
larities and differences.

Researchers shared the results from the analysis with 
the Steering Committee to collectively address emerging 
issues and data interpretation and followed the Standards 
for Reporting Qualitative Research reporting guidelines.36

RESULTS
Sociodemographic characteristics
Overall, 96 narratives from people with major depres-
sion (n=36), their caregivers (n=27) and their health-
care providers (n=33) were collected. The coding system 
allowed for 27 triangulations to be individuated, which 
were narratives about the same case from the three 
perspectives, plus six couples composed of patients and 
healthcare providers (without caregivers) and three indi-
vidual testimonies from patients (without any caregivers 
and healthcare providers).

Patients and caregivers showed similar median ages, 
of 54 and 50 years respectively, while the healthcare 
professionals presented a median age of 40 years. Among 
the target groups, there were more women than men 
(table 1).

Findings from people with major depression
The main cited causes of depression were the patients’ 
or family members’ experiencing other diseases (17%), 
job issues (15%) and family or affective problems (both 
13%). Ten percent of patients stated they had always lived 
in a depressive state.

‘Loneliness’ was both the most common feeling 
described when patients referred to their past and the 
most frequent word in their narratives.

Dualism between the desire to die and at the same 
time to be cured appeared in 60% of the narratives. This 
theme also appeared in reference to patients’ bodies 
between carelessness and care. Patients reported their 
weight to be the main cause of the difficult relationships 
with the bodies (23%), followed by general negligence 
(20%), weakness (20%), psychosomatic reactions (10%) 
and sleep problems (7%). Along the care pathway, these 
percentages decreased, with improvements in one’s phys-
ical condition (35%) and renewed interest in caring to 
one’s body (15%) referred in relation to the present.

According to patients, the main element that helped 
them to recover from depression was the relationship 

 on A
ugust 31, 2023 by guest. P

rotected by copyright.
http://bm

jopen.bm
j.com

/
B

M
J O

pen: first published as 10.1136/bm
jopen-2021-052744 on 10 O

ctober 2022. D
ow

nloaded from
 

www.surveygizmo.com
www.surveygizmo.com
http://bmjopen.bmj.com/


4 Chesi P, et al. BMJ Open 2022;12:e052744. doi:10.1136/bmjopen-2021-052744

Open access�

with their healthcare provider (84%). Forty-seven percent 
of patients described an initial period of ineffective 
attempts, mainly due to their reluctance in participating 
in treatment. The perceived humanity from carers was 
the most frequently reported ‘turning point’ responsible 
for the decision to follow the care pathway. Besides clin-
ical care, other elements emerged due to their important 
roles in patients’ recovery: nature and animals (36%, 
mostly represented by walking in natural environments 
and caring for domestic animals), culture and arts (28%, 
reading, studying and creative activities), sport (14%) 
and travel (10%).

In the first part of the care pathway, isolation and 
closing oneself off to others were recurrent themes 
(72%). In the last part of the narratives, positive social 
relationships (29%), and efforts to reconnect with others 
(41%) prevailed. Realising the improvements, 53% of 
the patients expressed they were afraid to ‘fall again’ and 
experience depression relapse.

Furthermore, 89% of the patients appreciated the 
opportunity to write their story, reporting that it helped 
them experience tranquillity, reflection and relief 
(table 2).

Eighty-three percent of patients expressed their feelings 
through metaphors, recalling the following main images:

	► Emptiness and falling (13%): ‘drugged in a dark 
hole’; ‘fallen in a never-ending vortex’; ‘out from this 
abyss’.

	► Fight against the disease (12%): ‘interior fight’; ‘get 
up again and fight’; ‘survived’.

	► Torture and punishment (11%): ‘living was torture’, 
‘future as a sentence’.

The care relationships were the main coping strategies 
and prevailed over the deactivating coping elements, 
including lack of acceptance of the one’s own condition, 
closure off to others and anger.

Findings from caregivers of people with major depression
Almost all the caregivers were family members, mostly 
represented by spouses (37%), followed by sons and 
daughters (22%), parents (19%), siblings (11%) and 
brothers-in-law (4%); friends were involved in 7% of the 
cases.

‘Sad’ was the word more frequently used to describe 
their loved one with depression, while ‘have to’ and ‘help-
less’ were the most frequent expressions caregivers used 
when referring to themselves.

Caregivers confirmed the care pathway patients 
described: the dualism between the search for help and 
isolation, a difficult relationship with the one’s body 
and weight, gradual improvements in one’s social life, 

Table 1  Participants’ characteristics

Patients Caregivers Healthcare providers

Gender % (n)

 � Women
 � Men

69 (25)
31 (11)

67 (18)
33 (9)

64 (21)
36 (12)

Mean age (min‒max)

 � Age 54 (20–73) 50 (25‒71) 40 (28‒65)

Marital status % (n)

 � Single
 � Married/cohabitating
 � Divorced
 � Widow

31 (11)
46 (16)
20 (7)
3 (1)

30 (8)
56 (15)
7 (2)
7 (2)

NA
NA
NA
NA

Education % (n) Medical specialty % (n)

 � Primary school
 � Secondary school first level
 � Secondary school second level
 � Degree

3 (1)
22 (8)
47 (17)
28 (10)

4 (1)
18 (5)
41 (11)
37 (10)

 � Psychiatry
 � Specialising in psychiatry
 � Mental health
 � Psychologist

64 (21)
27 (9)
6 (2)
3 (1)

Occupation % (n) Institution % (n)

 � Employed
 � Free-lance
 � Unemployed
 � Student
 � Retired
 � Homemaker
 � Other*

25 (9)
14 (5)
19 (7)
6 (2)
25 (9)
3 (1)
8 (3)

59 (16)
8 (2)
0 (0)
0 (0)
26 (7)
7 (2)
0 (0)

 � University hospital
 � Hospital
 � Local health authority
 � Free-lance

40 (13)
40 (13)
20 (7)
0 (0)

*Apprentice, occasionally employed, waiting for layoffs.
NA, not applicable.
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importance of cultural and artistic activities and nature, 
good relationships of care and fear of falling again into 
depression.

While their loved ones were improving their relation-
ships with others along the care pathway, caregivers’ 
social lives tended to be limited to those within the family 
or reduced to total introversion (both 21%).

Fifty-eight percent of caregivers appreciated the writing 
activity for the sense of freedom they felt, while 42% 
found it difficult to relive bad memories (table 3).

Eighty-eight percent of caregivers used metaphors, 
which were partly similar to those written by patients: the 
fight against the disease (14%), also referred to their fight 
and emptiness (11%). They also introduced different 
metaphors to depict the burden (14%), isolation (9%) 
and 'the trap' of their perceived lack of freedom (8%).

Deactivating elements of coping such as closure off to 
others, pessimism, anxiety and anger, prevailed in their 
activated strategies.

Findings from healthcare providers of people with major 
depression
Most of the healthcare providers were psychiatrists (64%) 
or future psychiatrists in training (27%) and operated 
within public health services.

The expressions most frequently used to describe their 
patients were ‘without life’ and ‘without hope’, while 
‘suffering’ was the most frequent word found in the first 
part of their narratives, regarding the patient’s initial 
medical visits. Some healthcare providers expressed feel-
ings of helplessness (24%) and concern (17%) when 
first encountering patients, while others felt trust and 

Table 2  Patients’ narrative fragments

Topics Patients’ narrative fragments

Loneliness ‘I felt lonely, without a support, with all the things to do on my shoulders’; ‘I felt lonely, as the 
world and people didn’t exist’; ‘I had lost everything: a husband, a friend, a lover’.

Dualism (willingness to die 
and wanting to live)

‘I wanted to die, I attempted suicide with many pills. I wanted to escape, run away’; ‘Maybe I 
was expecting somebody to save me, care for me. I wasn’t able to do it by myself’; ‘I wanted 
and didn’t want to fight and hope for a better day’.

Relationship with one’s own 
body

‘I neglected myself, washing up only when strictly necessary and eating less than I needed to 
do’; ‘I completed rejected myself; I put on weight 18 kilos’; ‘Today I feel fit; I resumed taking 
care of myself’.

Care relationships ‘Before encountering Prof. X I had not followed the care pathway with confidence’; ‘My carers 
are human people; I wasn’t an easy patient’; ‘The biggest help came from a person who not 
only cured me with medication but offered me love and listening that I had never received 
before’.

Relationships with others ‘I didn’t want to see anybody, I had the impression I was a bad friend, a bad classmate, a 
bad sister, a bad person because I was always sad and worsened the mood of whoever was 
with me’; ‘I don’t like talking about me. But I am trying to be a little more open. I don’t want to 
continue to be isolated, even if I feel good on my island’.

Afraid to ‘fall again’ ‘I wouldn’t lose all that I reached, my balance’; ‘I wouldn’t fall again in the dark tunnel’; ‘I don’t 
want to live this nightmare again’.

Writing experience ‘While I was writing, I felt calm’; ‘It was an opportunity to reflect and feel relief’; ‘I want to 
continue to write’.

Table 3  Caregivers’ narrative fragments

Topics Caregivers’ narrative fragments

Patients’ sadness ‘I perceived suffering, bad moods, closure off to others, sadness’; ‘She felt tired, sad, discouraged’; 
‘Now she feels less sad’.

Sense of duty and 
helpless

‘I couldn’t have worries, I had to manage his worries and the kids’; ‘I felt helpless in front of the severity 
of the situation, always in a state of tension’; ‘I felt helpless, unable to give her support’.

Relationships with 
others

‘I didn’t talk too much about this situation, just with my father, brother, and sister-in-law, the only ones 
who could understand’; ‘I changed a lot with other people: with my family, I became harsher because 
they didn’t help me, with friends I was no longer the joking and smiling person I used to be. The door of 
my house was closed for everyone’.

Writing experience ‘I felt free to tell and write my emotions. Thank you for this opportunity’; ‘I feel released from so much 
pain misunderstood by everybody, including my loved ones’; ‘It was difficult. I had to think about 
unpleasant episodes and situations’.
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motivation (both 17%). Along the care pathway, trust 
(44%) and satisfaction (33%) increased over time.

The healthcare providers confirmed the care pathways 
patients and caregivers described, reporting on patients’ 
gradual improvements from silence to communication, 
from ‘lifeless bodies’ to more relaxed gestures, from isola-
tion to more social behaviours, the achievement of accep-
tance of the therapeutic path, the key role of pleasant 
activities and the patients’ fears to experience a relapse 
of depression.

Of this group, 89% appreciated the narrative expe-
rience, mainly evaluating it as a useful opportunity to 
reflect and find new elements of knowledge (table 4).

Among the healthcare providers, 85% of the narratives 
contained metaphors, some of which were already used 
by patients and caregivers and some that were specific to 
their perspectives:

	► Path (11%): ‘taking a new way’, ‘upward path’, ‘ther-
apeutical walk’.

	► Fight against the disease (9%): ‘she felt like a war 
veteran’, ‘going down by barricades’, ‘bringing peace’.

	► Isolation (9%): ‘locked in a nest’, ‘in a shell’, ‘a wall 
of suffering’.

	► Freezing (9%): ‘frozen anger’, ‘dissolving rigidities’, 
‘defrosting’.

	► Trap (9%): ‘being in a trap’, ‘entrapped’, ‘imprisoned’.
	► Emptiness (6%): ‘emerging from the oblivion’; 

‘thousand-yard stare’.
Attention to the care relationship was the most recur-

rent coping strategy, which was acted out through 
patience, listening and reassuring. The only deactivating 

element was represented by the need for more time to 
establish trust in the care relationship.

Table 5 shows a comparison of the main findings from 
patients, caregivers, and healthcare providers.

Findings from aggregate analysis
Kleinman’s classification showed that sickness, identified 
through the evolution of social relationships, was the 
most recurring element (38%), followed by a balance 
between the elements of disease in detailed descriptions 
of depression and illness shown through intimate reflec-
tions and family life (both 31%).

Twenty-one percent of the cases showed more than one 
person suffering from depression within the same family 
(eg, a parent and a son, or both the spouses).

Finally, considering the Hamilton scale, cases of remis-
sion (29%) and mild depression (26%) were common, 
followed by moderate (17%) and serious depression 
(11%); 17% of patients had undetermined Hamilton 
score. No patterns were observed between the severity of 
depression and the narratives reported.

Coping strategies revealed to be present independently 
from the level of depression, as well as the deactivating 
elements of coping. The same result was found regarding 
the appreciation of the narrative experience.

DISCUSSION
The analysis of the language and contents of the narratives 
allowed to integrate, for the first time in Italy, the perspec-
tives of patients, their caregivers and their healthcare 

Table 4  Healthcare providers’ narrative fragments

Topics Healthcare providers’ narrative fragments

Patients’ emotions ‘The patient’s eyes looking down seemed to express a strong suffering, almost anguish’; ‘She was in a severe 
condition of suffering and told me, crying, as she tried to get it over with’; ‘She was very weak, disintegrated and 
lacerated from pain, overcome by adverse life events, unable to react’.

Healthcare providers’ 
emotions during the first 
encounter

‘I felt helpless and discouraged in front of that colossal and unmovable silence’; ‘I felt almost helpless in front of 
such a suffering’; ‘I felt concerned, nervous. She expressed a clear pessimism, sense of guilt, and demoralisation’; ‘I 
felt confident I was able to help the woman’.

Healthcare providers’ 
emotions in the present

‘I feel confident compared to the situation at the beginning. I can investigate emotions and I feel we have built 
a good therapeutical relationship’; ‘I trust her and her abilities. I hope that the deep grey areas will be easier to 
manage’; ‘I am happy, satisfied, and glad to have been helpful and I am happy that she got back to her life’.

Writing experience ‘I appreciated the utility to retrace the patient’s story. While I was telling the experience, I realised some elements 
that I would deepen together with her during the next visits’; ‘It was useful to organise my ideas’; ‘I paid attention to 
things I have never reflected on’.

Table 5  Main findings from all the target groups

Most recurrent elements Patients Caregivers Healthcare providers

Words Lonely Sad/have to/helpless Lifeless/suffering

Metaphors 1. Emptiness
2. Fight
3. Torture

1. Fight
2. Emptiness
3. Burden

1. Path
2. Fight
3. Isolation/freezing/trap

Coping strategies Activating element: care 
relationship

Deactivating element: closure 
off to others

Activating element: care 
relationship

Appreciation of the writing process 89% 58% 89%
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professionals and provided new insights to improve care 
relationships. The comparison among the three target 
groups highlighted the risks of misalignment in under-
standing the perception of depression. The collected 
narratives revealed the important role of care relation-
ships to begin the healing process and showed the care-
givers’ burden in taking care of the person with major 
depression. Finally, the healthcare professionals could 
benefit from the writing activity, suggesting a possible role 
of narrative medicine in their clinical practice as a mean 
to improve their empathy and managing of emotions.

Language
The aim of structuring narrative plots using NSM was to 
invite target groups to discuss depression while avoiding 
clinical terms and focusing on the expression of their 
inner thoughts. The 96 collected narratives, especially 
those from the participants with major depression, 
showed the willingness to tell their disease experience, 
breaking the ‘unmovable silence’ physicians described 
at the beginning of the care pathways. Even if closure 
and isolation are characteristic of depression, patients 
voluntarily decided to express themselves and commu-
nicate their intimate feelings, reflections, needs and 
expectations fostered by simple and non-judgemental 
words. Aside from the higher percentage of women, the 
participants’ ages, status and settings varied, to represent 
a heterogeneous scenario: younger and older adults; 
daughters, sons and parents; people who experienced 
job loss, grief or another disease; and people who did not 
report specific triggering events. The number, content 
and openness of the narratives suggested the potential 
of NSM as a cross-language tool able to encourage the 
sharing of different human experiences.37

Additionally, more than 80% of each target group used 
spontaneous metaphors to describe the care pathway 
from the acute phase to the healing process. Metaphors 
such as ‘dark hole’, ‘oblivion’, ‘internal fight’ and ‘new 
way’ represented what could not be expressed by mere 
words, to communicate a kind of suffering usually unable 
to be explained. This confirmed the pivotal role of meta-
phors in illness narratives38 39 and suggested a more 
immediate and inclusive language should be introduced 
and used both in clinical practice and in society to refer 
to depression.

Content interpretation
Describing their feeling, the most frequent word used 
by patients was ‘lonely’, differently from their family 
members and healthcare providers who used expressions 
such as ‘sadness’, ‘lifeless’ and ‘without hope’ to describe 
the person with major depression’s feeling. While patients 
are in the ‘to be’ dimension, their carers are in the ‘to 
do’ dimension, more based on ‘performance adequacy’, 
as suggested in the definition of depression DSM-5.40 
This difference showed that patients experienced inti-
mate loneliness, and the distinction between ‘loneli-
ness’ and ‘solitude’41 42 was not perceived. Moreover, this 

misalignment could explain the loss of reciprocal under-
standing, creating the feeling of loneliness. However, 
this result suggested that major depression remained not 
entirely understood or recognised, confirming the diffi-
culties in understanding the experience of depression.43

Another interesting element that emerged from the 
content analysis was the prevalence of sickness, which 
revealed the weight of society’s perception of depres-
sion, stigma and social exclusion, also impacting the care 
pathway.

The caregivers’ narratives showed how the burden of 
caregiving can affect their lives, increasing their own risk 
of depression. Too many tasks, a sense of duty, helpless-
ness, tendencies to decrease social relationships, neglect 
of their well-being and difficulty in writing displayed 
their hidden suffering. Specifically, 89% of patients and 
healthcare providers appreciated the narrative experi-
ence, while that percentage decreased to 58% for care-
givers. The care pathway for major depression should also 
include supports directed towards caregivers, as applied 
for other mental conditions,44 45 to avoid the impacts of 
caring.

Finally, through narratives, both junior and senior 
healthcare professionals revealed their sense of helpless-
ness and difficulties in facing the first medical encoun-
ters with patients. Even if trust and satisfaction in the 
care relationship increased over time, they could benefit 
from specific emotional skills training to be able to 
face patients’ suffering from the beginning of the care 
pathway.

Limitations
The research involved a limited number of centres of 
care. Moreover, the psychiatric centres involved in this 
research invited patients and their family members to 
voluntarily participate in the narrative experience. Data 
on the number of patients unwilling to participate, the 
severity of their depression and other reasons for not 
taking part were not collected; this could have resulted 
in a bias for the lower representation of the more severe 
cases of depression. Nevertheless, 11% of the participants 
presented with serious depression and wrote narratives 
even if they were at the beginning of their care pathway.

The collection of narratives was carried out within a 
one-shot phase. It would be interesting implementing the 
research foreseeing more narratives of different moments 
in the care pathway, to follow the evolution of the living 
major depression along the therapeutical process.

CONCLUSION
The use of universal and evocative words from NSM 
referring to major depression and other mental illnesses 
could improve the care relationships between patients 
and healthcare providers—both psychiatrists and also 
family doctors and all healthcare professionals involved 
in mental health—being a key to open oneself.
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In addition, the integration between narrative medi-
cine and the Hamilton test suggested the potential for 
including individual experiences in diagnostic analysis, 
thereby providing a deeper explanation of numbers 
from standardised conditions and behaviours. Narra-
tive medicine supplies tools to apply in clinical practice 
and integrate with quantitative scales. It also can play 
an effective role in the development of empathy, reflec-
tion, listening and perspective-sharing among medical 
students and senior healthcare providers.46–48 More-
over, narrative competencies fortify resilience and inner 
motivation, which are the main strategies to reduce the 
risk of burnout.49 50 At the same time, the acceptance of 
the narrative practice, including linguistic discipline, to 
foster empathy could be taught in pregraduate students, 
postgraduate doctors and specialists for mental illness.

The combination of these tools might allow a better 
alignment in the care relationship, a pillar for quality of 
care.
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