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Abstract

Objective: To explore meanings, perspectives and points of view of the sub-
jective experience of paediatric patients with headache (PPwH) and create a
first-person narrative for clinical practice. Methods: We conducted a qualita-
tive, narrative research study with PPwH, 11 - 17 years old. Data were col-
lected through narratives interviews and a twofold narrative analysis was
performed: a narrative and a thematic analysis. Results: Twenty-three pa-
tients (14 girls; mean age 14.5; median duration of illness of 5.8 years) were
recruited. Through narrative analysis and close reading, narratives revealed
different ways to organize illness experience: PPwH can use 1) narrative se-
quences of recurrent events in order a) to describe the continuing liv-
ing-through of the experience of headache, b) to define operative script or c)
to characterize the illness experience generally as a “controlled” routine; or 2)
a storied account of events, with well-defined characters, plot and evaluation
of contingency and correlation between events to express a personal point of
view and a moral standpoint about the illness experience. Through thematic
analysis 5 main themes and 22 subthemes about the significance of being a
PPwH emerged: a) disease dimension (description of pain), b) illness dimen-
sion, c) sickness, d) causality, e) coping and f) future perception. Then, a
first-person narrative story was created as a tool enabling reflection and con-
versation during clinical consultation. Conclusions: Results suggest that
promoting narrative dialogue can be an opportunity for the neurologist: the
prototypical narrative developed from story analysis might be a tool to apply
for the narrative-based medicine in the clinical setting.
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1. Introduction

Headache is a prevalent clinical condition and has recently been ranked among
the three leading causes of disability worldwide [1] [2]. Headache in paediatric
patients is equally prevalent [3] and occurs in 9.1% of children and adolescents
[4], a condition that often persists into adulthood [5]. Paediatric migraine be-
comes chronic if patients experience headache episodes for at least 15 days or
more per month, and with at least 8 episodes of migraine classified as moderate
to severe, pulsating and with associated symptoms of nausea, vomiting, phono-
phobia and photophobia [6]. About 1.75% of young people suffer from chronic
migraine [7] and most of them experience severe difficulties due to their condi-
tion, including reduced school activity and quality of life [8]. A recent popula-
tion-based study involving a large sample of adolescents in Italy [9] pointed out
a similar prevalence, a considerable impact of headache on daily activities (near-
ly a half needed to give up daily activities or seek bed rest until the symptoms
were over) and school-related stress as a main cause of headache episodes.

The impact of headache on various aspects of adolescents’ lives has been in-
vestigated through qualitative studies and the collection of patient’s experience
of illness. These have included the role of the family and peers in the manage-
ment of patients” health condition [10]: the impact of migraines on adolescents’
social functioning (the need to be alone, the lack of support from siblings and
the feeling of not being understood by others) [11], coping strategies carried out
(both problem-focused active strategies and emotion-focused passive strategies
to deal with their headache in daily life) [12] and the role of cognitive beha-
vioural therapy in reducing headache frequency and related disability [13]. Si-
milarly issues, such as compromised quality of life, effect on others, uncertainty
and emotional impact arose from a recent systematic review of qualitative stu-
dies from a patient’s perspective involving adult people with chronic headache
[14].

The available qualitative studies support the need to consider the living expe-
riences of paediatric patients with headache (PPwH). A greater understanding of
how PPwH comprehend and make sense of their experiences and concerns
could result in improved outcomes and self-care. One way to better understand
the psychosocial experiences of human beings is through narrative research [15],
where narratives are a tool for understanding one’s own and others’ actions, for
organizing events and objects and for attributing meanings. They express the
narrator’s point of view, by making the narrator’s self the protagonist, both as an
actor and as an interested observer of other people’s actions [16]. Narratives
used in healthcare research can set a patient-centred agenda; challenge received
wisdom; generate new hypotheses. As suggested by the narrative-medicine ap-
proach [17] [18], through their stories, patients help health professionals to fo-
cus on their perceptions and experiences rather than directly applying a profes-
sional framework [19].

The aim of our study was twofold: 1) to explore meanings, perspectives and

point of view of the subjective experience of paediatric patients with headache;
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2) to create a paradigmatic first-person narrative, to be used by neurologist in
clinical practice for the collection of patient narratives. To the best of our know-
ledge, no previous qualitative studies on paediatric headache were realized from
a narrative research standpoint and through the lens of narrative based medi-

cine.

2. Methods
2.1. Design

Within the framework of qualitative research, a narrative research approach [20]
[21] was chosen as the most suitable method to investigate the illness experience
of PPwH. This study refers to the principles of narrative medicine using people’s
disease stories in clinical practice [22] [23]. The approach of narrative medicine
involves the collection of illness narratives through which patients organize and
give meaning to their experiences of illness. The analysis focuses on the subjec-
tive relevance of events and the way narratives are reconstructed and transmit-
ted. As in previous studies, the focus is on people who choose to say and how
they structure their experience of illness [24] [25].

The study was approved by the ethical committee of the Neurological Institute
C. Besta. Informed consent was obtained from parents/legal guardians prior to
study participation; before starting the interview, assent was obtained from pe-

diatric patients too.

2.2, Participants

Between May 2019 and October 2019, 23 pediatric patients aged from 11 - 17
years were consecutively recruited for participation in the study from the Head-
aches Centre of the Neurological Institute C. Besta in Milan for routine visits
(Table 1). Inclusion criteria were: age 11 - 17; diagnosis of (episodic or chronic)
migraine with or without aura; tension-type headache. Exclusion criteria: pa-
tients unable to give their consent or with insufficient comprehension of the
Italian language; patients whose parents/legal guardians refused to give the con-
sent; absence of other chronic illness or developmental delay were excluded. Re-
cruitment continued until thematic saturation was achieved or until no new
themes emerged from interviews: we defined saturation as the point at which,
for 3 consecutive interviews, no new themes emerged. At the end of the neu-
rological medical examination, the neurologist (LG) presented the research
aims and engaged parents/legal guardian and PPwH in research interviewing.
All patients were invited to participate in one narrative interview with 1 psy-
chologist (VC, PhD, female) with 10 years of experience in qualitative research
methodology. Patients and interviewers had no prior relationship or know-

ledge.

2.3. Narrative Interview

We performed in-depth narrative interviews, following a semi-structured
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Table 1. Sociodemographic characteristics.

Headache . Interview
X . Sports Age at . Prescribed Words
Patients ID Age GenderEducation . . frequency Familiarity . length
activities Onset Prophylaxis h count
and features (min.)
10/month TTH;
01-F-17 17 F HS no 7 no TES 16.55 1151
MwoA
02-F-12 12 F MS yes 3/month MwoA 6 no Pizotifen 13.56 759
03-F-15 15 F HS yes 2/month MwoA 7 yes - 15.50 1191
04-F-17 17 F HS yes 1/month MwoA 10 no - 17.29 1292
05-F-14 14 F MS yes 3/month MwoA 7 no - 20.18 1967
2/month TTH;
06-M-12 12 M MS no 5 yes TES 11.53 870
MwoA
07-F-16 14 F HS yes 4/month MwoA 11 no TES 11.52 993
28/month TTH;
08-F-15 15 F HS no 13 no TES 15.11 1104
MwoA
09-M-15 15 M HS yes 4/month MwoA 12 no TES 9.09 709
5/month TTH;
10-M-14 14 M HS yes 6 yes - 22.2 1952
MwoA
2 h TTH;
11-M-14 1“4 M HS no 8/mont 8 no TES; 313 199
MwoA
12-F-17 17 F HS yes 20/month TTH 16 no TFS 26.5 1540
13-M-13 13 M MS yes 8/month MwoA 6 no TES 23.27 1164
14-M-12 12 M MS Yes 8/month TTH 11 yes TES 27.04 1515
12/month TTH;
15-F-17 17 F HS Yes 6 no TFS 17.01 1254
MwoA
16-F-14 14 F HS Yes 8/month MwoA 5 yes TES 17.07 1099
20 th TTH;
17-F-18 17 F HS Yes /mon 8 yes TFS 2817 2594
MwoA
18-M-15 15 M HS Yes 12/month TTH 10 no TES 15.55 675
20/month TTH;
19-F-17 17 F HS No 10 no TFS 18.53 1092
MwoA
20-F-12 12 F MS Yes 2/month MwA 10 yes TFS 23.14 1627
20/ th TTH;
21-F-17 17 F HS Yes fmon 6 yes TFS; Antidepressant 16.38 467
MwoA
22-M-13 13 M MS Yes 1/month MwoA 11 yes TFS 19.56 1129
23-M-11 11 M MS Yes 4/month MwoA 10,5 yes TES 12.52 784
% high Headache Age at Length Words
Group comparison Age NA & NA 8 % yes NA ) gt
school frequency Onset (minutes) count
Female 15.4 - 78.6 - 12.0+8.3 10.04 +1.5 55.6% - 18.3 1115.1
Male 13.2 - 44.4 - 6.3 +8.5 6.78 £2.8 35.7% - 19.1 1220.8
Pvalue 0.01 - 0.30 - 0.057 0.005 0.30 - 0.85 0.70

M, male; F, female; HS, high school; MS, middle school; Mo, mother; Fa, father; Si, sister; Br, Brother; MwoA, migraine without aura; MwA, migraine
with aura; TTH, tension-type headache; TFS, Therapeutic Food Supplements; NSAIDs, non-steroidal anti-inflammatory drugs; Continuous variables
are expressed as means + standard deviations and P value is referred to Mann-Whitney U test. Categorical variables are expressed as percentages and
Pvalue is referred to chi-squared test.
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protocol guide set out in advance (Table 2), taking care of established climate
that allows for storytelling in all its forms [26]. Interviews were conducted in a
private room of the hospital and began with a general statement inviting patients
to narrate their experience with headache: “How would you describe your expe-
rience with your health condition? You can start wherever you prefer and tell me
whatever you think is important’ [27]. Then, the interviewer proposed addition-
al stimuli to help participants examine in depth their answers and their descrip-
tions of the experience lived (“what happened next?”). Following the flow of the
story the interviewer tried to deepen the three dimensions of patient experience
described by Kleinmann [28] (disease, illness and sickness) [29]. The interview
guide also provided for the collection of sociodemographic data (age, family
composition, sports or recreational activities carried out). Additional informa-

tion about patients’ health condition was retrieved from the medical record.

2.4. Data Analysis

Descriptive statistics (Ze., frequencies, percentages, means, and standard devia-
tions) were performed to describe the socio-demographic characteristics and
medical data of participants involved in the study (Table 1). All interviews were
transcribed verbatim and then analysed following a 1) narrative analysis and a 2)
thematic analysis. Then, 3) a composite first-person narrative was developed.
Following Riessman [30], the entire response of the interviewee was consi-
dered as a personal narrative with an intrinsic coherence: the narrative’s mea-

ningfulness is guaranteed by the researcher’s interest in the illness experience of

Table 2. Interview guide for collection of patients’ narratives.

General statement/Illness dimension

- Can you tell us your experience with headache?

- What’s headache to you? How do you call it?

Disease and temporal dimension

- Tell me about the path to the diagnosis (appearance of symptoms, examinations, etc.).
Sickness dimension

- How much does headache impact on your everyday life? (at school, with your family or
peers, at sports or leisure activities)

- How headache is perceived or defined by other people? What do other people think about
headaches?

Causality and impact on your life

- What causes you to have a headache?

- Had to give something up because of the headache?

Future

- Thinking about the future, do you think your headache will continue?
Final remarks

- Finally, we leave you another space in which you can write other comments, ideas or
impressions aroused by these themes.
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PPwH. Embedded in this personal narrative there could be “minimal narratives”
[31]—the narration of past events in temporal order—and narrations of ongoing
states of being, narrations of present, future or hypothetical experience and also
non-narrative segment. Moreover, in personal narratives different topics and
themes can be explored, maintaining a substantial coherence conveyed by the
telling—by narrator’s voice and point of view—rather than by the told as a plot.
As sociologist Arthur Frank [32] argued, illness narratives can sometimes be
chaotic, lacking narrative order, plot or well defined causal links between events,
while still having a distinctive voice: “Yet if the chaotic story cannot be told, the
voice of chaos can be identified and a story reconstructed’. We consider person-
al narratives because through interpretation they can reveal truths about narra-
tors’ experiences, how they construct the meaning of the experiences (or try to),

and how they want to be understood.

1) Close Reading and Narrative Analysis

Firstly, each transcript was close read to engage with the data. Close readingis
a method derived from the literary critic, proposed by Rita Charon [33] as a
mean to improve the understanding of patient’s stories in health professional
education. We applied the same attention to the text as method in our narrative
analysis [34], with the same ethical stance: thinking with stories [32], bearing
witness and honoring them [35].

We read the stories several times: specific features as time, space, voice, me-
taphor, genre, structure of language as well as personal response to the texts
were annotated. Then narratives were read again, searching for specific structure
features. Narrative segments were pinpointed, and those corresponding to La-
bov’s description of minimal narrative—containing “a sequence of two clauses
which are temporally ordered” [31]—were analysed discerning the kind of narr-
ative clause that includes abstract, orientation, complicating action, evaluation,
resolution, and coda [36] [37]. Then we came back to consider every narrative as
a whole: as in holistic approaches to narrative analysis [38] we emphasize that
meaning must be derived for a contextual reading of the data, by the mean of an
interpretative act. We try to answer the question “What is the point of telling
this kind of story?” Then the annotations from close reading and those from
structural analysis there compared to this core meaning. Finally, we identify two
typology reflecting people’s narrative resources [26]. Two researchers (VC, FM)
have carried out these steps in parallel, achieving sufficient familiarity with the
materials to be able validly to interpret them. They continually have confronted
each other on the emotions that arose by the reading, on personal memories
emerged, and they have checked their evolving interpretations. Moreover, they
have shared reflection about the ethical dimension involved in reading and in

being involved in the interpretation of patients’ stories.

2) Thematic Analysis
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According to the method of qualitative analysis of content [39] a thematic
analysis was performed on qualitative data. The thematic analysis followed the
six phases identified and described by Braun and Clarke [40]. Then, researcher
reading and re-reading the data so as to be deeply familiar with the breadth of
the content; in the second phase, an initial list of codes was generated by apply-
ing codes to segments of interviews. Coding was performed manually. Thirdly,
all identified codes were collected into potential themes and in the next phase all
themes and subthemes were organized in a visual paper-based representation.
The fifth stage was served to redefine and refine the themes identified and clearly
defined the final themes configuration, presented here as a final phase of pro-
duction report. The thematic analysis was performed independently by two re-
searchers, a neurologist physician and a psychologist (LG; VC); disagreements
have been resolved through the discussion.

Themes within data were identified according to a theoretical or deductive
way [40]. According to Hsieh and Shannon [41] we follow a directed analysis of
content approach, in which initial coding started in coherence with dis-
ease/illness/sickness classification [28] and then news themes emerge from the
data in order to extend the initial conceptual framework. “Illness” refers to the
illness with which the person identifies himself or herself on the basis of his or
her own perceptions and experiences of the symptoms experienced. Patients re-
port health problems, more or less serious, which may limit their ability to lead a
normal life. “Disease” refers to a condition that is diagnosed by a physician. Pa-
tients report the specific condition from a biomedical point of view, its causes,
treatment and care. “Sickness” refers to the social role that a sick person plays or
is played in society in different areas of life (e.g. absences from work due to ill-
ness or, in the case of adolescents, absences from school or sports activities).
These data are used to measure the social consequences of the person with a
certain illness.

3) Paradigmatic First-Person Narrative

As final step of the analysis, the researchers (VC, LG, FM) co-construct a
narrative that emerged from the analysis and from personal response to reading.

In Narrative Medicine practice the health professional is invited to write down
the story he has listened to: this process is intended to represent what he or she
has witnessed, making it newly visible to both the listener and the teller [23].
Also in Narrative Inquiry is a well-known tradition to create a first person narr-
ative. Clandinin and Connely [42] describe emplotment, as “the amalgamation
of multiple interviews/conversations into one narrative that encompasses the
events discussed, presented in a sequence that creates a narrative plot”. Pol-
kinghorne [43] claims that the research product of narrative analysis is a sto-
ry—a case, a biography, a life history, an autobiography, an autoethnogra-
phy—that is composed by the researcher to represent the events, characters, and
issues that he or she has studied. Ely [44] advocates for “more attention to the

power of first-person stories both for giving voice—to our participant as well as
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to ourselves—and for breaching as best we can the We/Other divide with its elit-
ist noncollaborative messages”. Considering research as a hermeneutical prac-
tice, researchers have followed the “composite first person narrative”, described
in phenomenological research, by Todres [45]. The composite first person narr-
ative is a mean to “create new understandings of the phenomenon, bringing
about a form of understanding that is relationally alive that contributes to im-
proved caring practices” Wertz [46]. The same researchers who were familiar
with the narratives collected were involved in the generating process of the final
version of the first-person narrative, creating an evocative, but not exhaustive,
story of the complex experience of PPWH, an empathetic account of the insights

gleaned through the research.

3. Results

A total of 23 patients between the ages of 12 and 17 were involved. Among them,
14 females (60.9%) and 9 males (39.1%), with an average age of 14.5 years
(min-max 12 - 17) (Table 1). The interviews lasted an average of 19 minutes
(min 9-max 31). All patients live with their parents and siblings (3 are only
children) and, with the exception of three, they all play sports or physical activity
in their free time (gym, football, volleyball, basketball, riding, swim).

On average, participants have been suffering from headache or migraine for
5.8 years (s.d.3.3) and the age of onset is 8.8 years old (s.d.2.9). Diagnosis: 9 mi-
graine without aura, 8 tension-type headache & migraine without aura, 3 ten-
sion-type headache, 2 tension-type headache & migraine without aura, 1 mi-
graine with aura. Ten patients report the presence of people suffering from mi-
graine or headache in their families: half mention female relatives (mothers,
grandmothers or aunts) and the other half mention male relatives (father,
grandfather, brother).

Results related to the 1) narrative analysis, 2) thematic analysis, and 3) the

first-person narrative were presented as follows.

1) Close reading and narrative analysis

3.1. Memories of Meaningful Events

Most of the narratives of PPWH have a temporal structure built from habitual or
recurrent events. Even on specific request to tell the onset or a meaningful epi-
sode, some participants address the continuing living-through the experience of
headache:

Prompt. Can you tell me your experience with headache?

Reply: I've been having it since I was little, that is to say, I started having it,
even in elementary school, many times I had a lot of headaches and... I used to
have breakfast in the morning, but now I don’t have it anymore and that s why
everyone yells at me, anyway nothing, I've been having it since I was little...
(P3-F-15)
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Spontaneous narrations of specific events in the past are about the onset, the
memory of the first time, or the first memory of a headache experience. Rarely
there is the memory of a headache-free first or is vague and confusing.

I remember the first time, I don’t remember if I was in first or second year
[into first-grade secondary school—authors note], I came home from school
and I was eating and I remember watching TV and I started seeing everything a
little bit blurry. At first I didn’t notice it, I thought I must be a bit tired and then
1 started to see that it was bothering me so much. Even then when I went to the
ER I had to say that I was watching TV, I couldn’'t say the word TV, but I was
aware that I could’'t say it, I was saying that place where you watch cartoons,
and yes I got a little scared because I didn’t know what it was. And then they
gave me something and then I fell asleep and it passed. (P7-F-16)

Other narrative segments are about situations addressed by the interview
questions: situations of incomprehension, particularly serious episodes, with-
drawal caused by the headache. Others are about meaningful places where the
narrator lives his experience: school, gym, and places frequented during leisure
time (the city, disco, bar).

The CODA clause, returning to the now of the telling, is often the same
through different narratives: in the present the headache is under control, nor-
mal, a habit or simple to be accepted:

- Well, it s getting better now. (P1-F-17)

- Nowadays, if it hurts me every day I don’'t pay much attention because if's a
habit now. (P8-F-15)

- But I've always been able to do everything normally. (P17-F-18)

Event narrative segments can perform different functions within the general
narrative: often retracing the sequence of events becomes a way to build a theory
about headache causes (“In fact, now that I think about it, the headache came to
me more after they found me a... how do you say, an earache.” P4-F-17). For
example, in interview P12-F-17, the narrator, in retracing the events, compares
different evaluations—that of the parents, or that of the doctors—presented as
voices within his narrative to affirm his personal theory, at the end.

So, lef's say that in particular in this last school year, I started in the fourth
grade I'm in Human Sciences High School, last year I was in third grade, and
let s say that I tend to stress so much for the school tests, even though I' m doing
well and I have good grades, let's say that I tend to stress too much because I'm
afraid maybe of the result, of not doing well, of not making it and during the
whole year I had this stress and I started to have pain in my temples fixed.

My parents thought it was due to my eyesight because I have my
short-sightedness, let' s say I always get worse. I made some visits and initially
it was because of this but it s not that I always get worse so we understood that it
wasn't because of my eyesight. Then they found me with celiac disease about 2 -
3 years ago and they thought it was because of the low iron then it stabilized

even if it is now lowered again. During the summer headache was relieved be-
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cause I didi’ t have school stress. But if it was due to the school stress it should
have gone away completely during the summer, instead it hasn't gone away at
all, it s just improved, but now that I started school if s back as before.

The theme of commitment and school stress returns several times in this
narrative, as a more general evaluation of life choices and personal abilities. The
narration of events, in fact, is also used to present one’s own identity:

1 open a parenthesis, I have 10 books waiting for me from this summer, be-
cause having had the exams I read little, maybe because I went up to bed and I
was so tired that I could not take the book, I was so sorry not to take the book
and now I do not have homework for these holidays, I have 10 books waiting for
me. [ tried to read a 350- page book in 13 hours... (P5-F-14)

3.2. Narrations of Habits and Recurrent Situations

Often, the narrative segments of recurrent events or habit are told with a typical
language and feature: vivid present, temporal adverbs (usually, typically) sym-
metrical, hypothetical and temporal structures (when/when, if/then, maybe this,
maybe that, sometimes/other times, it happens).

At first I only hurt my eye and nostril, then my eye, then my nostril, then my
teeth, but now my eye, nostril, teeth, ear, and sometimes this part of my head...
Sometimes I get it when I wake up and if it’s strong I take “Tachipirina” even if
it doesn’t do much, while sometimes I get it when I’'m not doing anything. Prac-
tically if I have it I have to wait for the night so I sleep and then it goes away
even if I take the “Tachipirina” (paracetamol), instead other times it goes away
so suddenly... (P14-M-12)

Recurrent situations are also recurrent emotional state following the headache
trend or relational situations:

If I have a strong headache it affects me a lot because I get sour like an expired
yogurt, because I m really angry, you don’t have to touch me, you don’'t have to
talk to me, no leave me alone then I have a friend in particular who talks, talks,
talks, talks and even if you tell her “I'm sick” she keeps on talking and so I hate
her when she does this. (P1-F-17)

Or chronicle of daily routine:

In the morning I wake up quite early around 6:30 a.m., then I have breakfast
at school and I let my dad drive me in the car in the morning, then at school I do
6 hours and before that I did Sport (...). First I used to go straight after school
then I would come home and have lunch, now I'm not doing anything sport af-
ter school so I come home for lunch, then I study, then of course I can’t always
study straight after school, sometimes I'm tired, so I rest and study later
(P12-F-17)

Narrations of this kind can also be found to describe other aspects of life, not
strictly relevant to headache, for example, a participant explains her method of
study in this way:

I have a method of study, usually I study with maps, so maybe it takes me a
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long time, if I do 100 pages, maybe I divide the things to do, but I can’t always
do it because maybe it’s not the only subject I have to study, so in the end I find
myself with 50 pages to study and make maps, so it means taking the book,
reading, studying the important things, rewriting it, it’s a long process to do...
(P5-F-14)

Recurrent narratives sometimes help to formulate theories about causes,
similar to scientific theories, based on the observation of occurrence, identifica-
tion of recurrences and variants, that allow formulating useful hypotheses as
predictive models and operational strategies. They are answers to the question
“how does my headache work?”.

I already know that this week is going to happen to me because it s going to be
full of trials and so I can understand. (P3-F-15)

And usually I get a headache pretty early, I also wake up around 5:00 a.m. and
have a headache so when I do, if s not a passing headache but something more
serious, so on that day maybe I don't go to school... (P22-M-13)

Sometimes the operational script is simply to accept to be at the mercy of the
headache trend, because there is no rule, except that it will go away.

because I do all the sports all the time. Even if it comes later, I do it because I
like it. Even running, I m going to have the races soon, but I do them, they come
to me and then they go away... (P20-F-12)

Talking about recurrent events, sometimes, can be significant for the narra-
tor’s story of “who I am”, with the attribution of personal meaning to the expe-
rience, a motivation integrated into the life story, or correlated with narrative
identity.

Interviewer: I understand that many episodes that happen to you are related
to physical activity.

Reply. yes, but... I never get them in swimming, I never get them in gymnas-
tics. Only when I get too tired. During training the teacher makes us do things of
our level but not too much. When I'm on my own I challenge myself to do
things, I never stop, because I always want to be able to do things, to do an ele-

ment and so they come to me. If I don't get tired, no... (P20-F-12)

3.3. Autobiography and Direction for Use

Following this feature, PPWH narratives were classified through a continuum
between two extremes: 1) Outnumbering events narratives; 2) Outnumbering
habitual narratives. As the event narrative segments prevail—not only in quan-
titative terms but also in terms of symbolic weight—the whole narrative seems to
get closer to an autobiography or a formative novel (bildungromans). We have
chosen as a title for this genre “The story I tell, the story I am”. The participant
P17-F-18 is an example: the narrator tells step-by-step the pathway to find a di-
agnosis and a treatment, describing different antagonists and troubles. The nar-
rator creates a climax of unfolding events in which the protagonist is carried

passively and her voice finds no space or credibility; the narration is resolved in
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a claim of agency (and I said no) and in the choice of a personal stance in the
world. (Last year was the most difficult year, in fact, it affected the school, I m
sorry because I've always been good enough but I prefer to care about my
health).

As the habitual narrative segments prevail, the whole narrative seems to get
closer to a kind of operative/predictive algorithm: we have chosen as a title for
this genre “My Life: directions for use”. For Example in interview 20F-12 brief
event narrative segments are used as examples which confirm the rule or excep-
tion, to show when the rule (or a set of rules) works o doesn’t work and how to
act in every situation. The narrator describes himself as an expert and in control
and his experience as another manageable routine. He transmits the sense of
agency also during situations of tolerable uncertainty.

Between those extremes there are narratives “in search of...” sometimes of a
personal meaning, sometimes of a rule (or a set of rules) that makes manageable

different recurrent situations, often of a mix of both.

2) Thematic Analysis

The thematic analysis allows us to identify 5 themes end 22 subthemes. The
results of the thematic analysis are summarised in Table 3. Each theme is de-
scribed below.

Disease. Most of the interviewees, especially in the first part of each narrative
when asked to tell their experience with headache, focus their attention on the
physiological aspects of the disease, describing particularly the pain and which
parts of the head are affected by the pain. They then go on to tell how long they
have been suffering from headache. All those interviewed know how to locate
headache and the symptoms associated with it (vomiting, nausea, discomfort
with noise and odours, tiredness, etc.). Few of them refer to medical examina-
tions made over the years or mention the diagnosis. Finally, most of participants
take medication when the pain is too severe, but it does not always work.

IlIness. According to participants, headache has become a familiar experience,
it’s become a habit. Headache also affects patients’ personal characteristics. Pain
transforms and changes them, it makes them more annoying, irritable (“pain re-
ally makes me change”). Headache is cause of anger in participants, related to
annoyance or noise caused by other people. About anger, one interviewee intri-
guingly points out that headache makes her angry because they don’t all have it,
and this bothered her especially when she was a kid. Another subtheme refers to
the knowledge and understanding of their state of health. Respondents recognise
the symptoms associated with headache but they don’t know how to fix it.

Sickness. This theme is related to the social role that a sick person plays or is
played in society in different areas of life (e.g. family, school, hobbies or sports
activities). Overall, respondents feel understood by their parents, who give them
comfort and advice on how to deal with pain. If siblings are not too young to

bother them, understand their health condition also. At school, respondents say
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Table 3. Themes and subthemes identified from patients’ narratives.

Theme

Disease
dimension

Illness
dimension

Sickness
dimension

Subtheme

1) Description of pain

2) Medication: I know what

to take

3) Drugs: not always work

4) Medical Examination

5) It’s a habit

6) “It transforms me, I
become intractable”

7) Headache makes
me angry

8) Understanding of
headache: There’s
something 'm missing.

9) Understanding of
headache: I don’t know
how to fix it

10) Family members: parents

understand and help

Examples of patients quotations

I've been seeing it almost every day for a year now and if s always almost strong enough
because it takes the temple or the back of the head. P3-F-15

It started a year ago, a year and a half ago, at the beginning only my eye and nostril
hurt, then my eye, nostril my teeth, but now my eye, nostril, teeth, ear and sometimes
this part of my head hurt. P14-M-12

I always take “ Tachipirina” because the doctors told me to, and mine too. P7-F-16
1 take the drugs my mother tells me. Ifif s strong but not too “OKT’. If if s very strong
“Tachipirina®. P18 M-15

If it s strong I take “ Tachipirina” even if it doesn’ t do me much, while sometimes I get it
when I m not doing anything. P14-M-12

We changed a lot of drugs, at first I was taking “ Tachipirina”, then “Moment”,
“Nurofer’”, although sometimes it doesn’'t go away. P13-M-13

I've had this headache since I was a little girl, in fact since I was little I had to go to the
doctor for the headache even if in the end they said it was nothing much, then as time
went by it got worse and in the end only this one. P19-F-17

Then in junior high school it started to get worse but I always managed to do everything
normally, it was more attacks that I had, the doctor had said migraine attacks and I
started going to an osteopath. Then they made me do tests for diabetes and celiac
disease because my munt s brothers sufter from diabetes and coeliac disease and they
started suffering from migraine too. P17-F-18

I thought it was a common headache like everyone else, I didi’ t pay much attention to
it and even though it hurts every day now I dorr’ t pay much attention to it because if' s a
habit now. P3-F-15

Then another time it was the only time when I woke up it didi’ t pass me and I had to
stay in the hospital, but now I got used to it. P7-F-16

If I have a strong headache, it s very influential because I get sour like an expired yogurt,
because I m really angry, you don' t have to touch me, you dorr’ t have to talk to me, no
leave me alone. P1-F-17

When I have a headache, anything that bothers me becomes unbearable, everything
they tell me I react badly, I respond badly because the pain really makes me change.
P13-M-13

Sometimes, maybe because of the headache I m more sensitive, maybe when they tell
me something that bothers me I get a little angry. P3-F-15

Sometimes I get a headache and if s a bad day, or at least when I have a headache and I
have people around me who mess up I get angry. P5-F-14

1 think I know enough then actually I always think there s something I m missing, like
all these tests on the cycle or liver. P17-F-18
I know what I have, but therée s something I m missing. P18 M-15

I know what I have but I can’ t figure out how to fix it. P10-M-14
Sometimes I live in a situation that I dor’ t understand much, I feel like I m going to
throw up but I car’ t and I don’ t know what to do. P22-M-13

Mom understands it because sometimes she gets headaches too, daddy tells me to stay
there quiet, sometimes when I go to tell him it hurts really badly he tells me he can’' t do
anything about it, then my brothers help me, they tell me. “try to lie down, try to be
quiet’, they give me some advice’. P6-M-12

[ When headache] was really strong, I took the medicine and went to bed. Then my
mom usually uses either cold water on my head or gets a little relief from the very
strong massage on my forehead and so many times I fall asleep. P13-M-13
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Continued
Even my brother, even if we get along well, breaks a lot [...] many times we are quiet in
11) Family members: siblings bed, he comes and pulls the pillows, very often- they b(-)tber me. P19-F-17 .
don’t alwavs understand When I m not well, [ the headache makes me sick] as if I had a fever, yes, [ my sister]
ways u
4 understands me and she is kind. When headache is normal she doesrr’ t understand it,
she increases it there. P10-M-14
Teachers at school dor’ t understand anything, zero: “ What are you doing, you have a
headache only, where are you going?” I said- “I' m going home because I have a
12) At school: teachers who headache”. And Teacher. “ What does it mean to go home because you have a
suffer from headaches headache?” P1-F-17
understand me At school I have two teachers who also sufter from headaches so one of them always
tells me that when they get headaches, they tell me that they see everything blurred or
dark moments. PA-F-17
It happened with some classmates of mine, they joke about it, that is they are my friends
but sometimes they joke about it. PA-F-17
13) Friends: th derstand
h)o srl?flerz froz Ezaszsc;; A friend of mine [ also suffers from headache] and she also takes “ Tachipirina® but we
who su
don't often talk about what we feel when we have headaches. When she has pain, she
stays with me and I tell her a lot and then it goes away;, if s nothing serious. P20-F-12
In my opinion those who don’t have headache can’ t understand, maybe they associate
. headache with a cold, many dorn’ t understand it. P15-F-17
14) Headache perceived by L K i
. I dor’'t think if s such an important thing to tell the teachers, then maybe they
other people: understimate . . e N R
underestimate it by saying “ Yes but you have a headache” so I dorr’t tell them
mainly because of that. P12-F-17
. e For example [ when I go] to the disco with my friends, I don't go there if I have a
15) Impact on social activities o K o
! . R headache, I did it once and then I got sick, that s it. P4-F-17
Missed experiences: I don’t X ., i
. . [it happened) rarely that I didii' t go out at all, because I like to go out anyway; so
go out in pain/I go out ) . . - .
. despite the pain, I d rather mix medicine first. If we go to bars or dance, I go dancing
anyway, grit my teeth... .
with a headache. P1-F-17
Very often due to a drop in tension after a stressful period, for example if I study a lot.
Also last year, just after the Christmas holidays in January, I studied a lot for a lot of
tests and in fact the week after every day I was sick, not so much, I used to get a lot one
Causality 16) School-related stress day, after training sometimes, and more or less enough, when I have my cycle. P3-F-15

17) Emotional stress I get
angry and I get a headache.

18) Physical stress

19) Physical aetiology

Lef s say that I tend to stress myself so much for questions even though I do well and
have good grades, let s say that I tend to stress myself too much because I am afraid of
the result, of not doing well, of not making it. P12-F-17

If I know if s not going to go well no [ the test at school], if I know it s going well and
then if s not going well, when I get home I get very angry and I get a headache.
P10-M-14

I get angry and I get a headache. P23-M-11

On training days [ basket] it comes to me more or less towards the end because I make a
lot of effort and if s more likely to come to me. P13-M-13

An episode when I was playing good volleyball I got this headache I couldrr’ t play and I
got angry. P16-F-14

My parents thought it was because of my eyesight, because of my near-sightedness I m
kind of getting worse all the time. I made some visits and initially it was because of this
but if s not that I always get worse so we understood that it wast’ t because of my
eyesight. P12-F-17

The headache, I remember, came mostly after they found me a... how do you say, an
earache, which was piercing my eardrum, after that time there they discovered my
headache. P4-F-17
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Continued

Coping with

Future 21) It will last for quite a

perception while/forever.

22) I hope it will be better

- When I suffer from severe headaches I don’ t want anything I don’ t want the TV on, if I
stand in front of the phone I dorr’ t hear anything, if' s the only thing that distracts me.

20) They know how to cope P10-M-14

- [headache attacks| started in primary school, but anyway; it s not that I get them very
often, but when I get them I know how to do it |...] well, when I think about headaches
1 think I should rest a little bit. P5-F-14

- I've had it since I was little, I hope if s very short but I think it will be one thing... also
because my family, my aunt... has always had it P3-F-15.

- My doctors have said my whole life, but they told me I might have periods when I
might not have it for 5 to 10 years and then it might come back, so I dorr’ t know. I hope
that when I m a little older it will end. P17-F-18

- Well, I hope it gets better, honestly, because I don' t want to have it for the rest of my
life. P1-F-17
- I hope it passes, maybe it decreases with time, maybe it stays but it decreases. P7-F-16

Note: patients ID in brackets referred to gender and age (e.g. P1-F17: this is the patient number 1, female, 17 years old).

they are not always understood. It is mainly teachers who also suffer from head-
aches who show more understanding. The same goes for friends, those who al-
ready suffer from headache are more sympathetic, unlike those who do not
know what it feels like to have headache, “they laugh it off’. Generally speaking,
respondents believe that people do not fully understand their pain and what they
are experiencing (“how do you think others consider headaches?”) and they be-
lieve that people tend to “underestimate” their pain (“it’s just a headache”).

Causality. Almost all refer to school performance-related stress and how
headaches are linked to more stressful times at school. Participants also identify
anger as the cause of the headache (“when I get angry, then I get a headache”),
physical stress (after sporting activity) or physical aetiology (e.g. visual impair-
ment, otitis).

Coping. The theme is related to how participants cope with the pain. Partici-
pants are “expert” patients, they know what they do when the pain is too severe
(“when the headaches come, I know how to do it”) or received advises by family
members on how to deal with it. Most of the “remedies” refer to rest, isolation
and only when the pain is unbearable they resort to medication.

Future. The sample is twofold divided: those who think that the “headache”
will last over time, or forever, and it is mainly those who have a familiarity or
complain of pain associated with a certain physical state (for example, in the case
of girls on their menstrual cycle), and those who hope headache will improve
over time, and it is mainly those who attribute the pain to stress and school. On-
ly two respondents replied that they had never thought about what their state of
health would be like in the future.

3) Paradigmatic first-person narrative
As explained in the method section, the narrative below has been constructed

following the structural and thematic analysis carried out on the interviews.
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“I've been having these strong headaches for a few years, since primary school,
and they’ ve increased since I started middle school, and now in high school it s
sometimes like having a hammer inside my brain. But not always, it depends on
the periods, and by now I'm used to it, even if something escapes me, I don't
understand. The first times I was scared, I didn’'t understand, other times I get
angry because I have it so strong, but now I know what to do. Now, I ve learned
that if everyone leaves me alone, in silence, I lie down on bed and slowly it gets
better. That's it, when the pain is very, very strong I get annoyed by all the noises
and I need to isolate myself. Usually I prefer not to take anything, but if it really
doesn’t pass then I take a painkiller. Thafs what the doctor told me to do, she
told me what to take and then I always ask my mom too. Then I ve seen it get
worse when I have some tests at school. I think if s either because I m anxious or
I get tired at other times. For example, now there will be the final tests and I
know headaches will increase. That s just the way I am, I really want to do well
in school. And also in sports. I've been swimming for 5 years and I've been
competing for 2 years. Headaches happen especially during swimming competi-
tions, or at the end of very intense training. Usually if my mother sees that I feel
bad shéll leave me alone, she closes the door and turns off the light. she often
has a headache and she understands what it is like. On the other hand, my
younger brother complicates everything. Every time I try to concentrate on
studying, here he comes. Sometimes I tell him not to make too much noise and
instead he does it louder. I get along with my girlfriends, especially swimming
mates. They tell me that sometimes they have headaches too, but not like that
and when I feel bad they try to help me. Once I had to go out with them to go to
a party, I tried to resist as much as I could, but then I felt like throwing up. So
my best friend called my parents and they came to pick me up. Now, if I have to
go out, I take my meds with me, but if I m feeling really bad, I go back home.
Teachers at school don’ t always understand. The English teacher made me really
angry. She kept repeating to me “it s just a headache, come on, come on” and the
more she said it the more I felt bad and angry. I think if you don’t go through it
you can’'t really understand. My school-mates understood that they have to leave
me alone because if I have pain I become intractable, and sometimes the pain
passes by itself. If I think about the future I think I will always have it, like my

mother and my aunt, but I want to be confident’.

4. Discussion

To our knowledge, this is the first study to explore the illness perceptions of 23
PPwH by a narrative medicine approach and narrative research method. The
three types of analysis carried out on the interviews allowed us to describe inter-
esting findings that might help clinicians to better understand and respond to
the particular needs and concerns of this patient population: narrative analysis
of collected interviews revealed different ways to organize the illness experience;
thematic analysis identified 5 main themes and 22 subthemes about the signi-

DOI: 10.4236/jbbs.2020.1010028

447 Journal of Behavioral and Brain Science


https://doi.org/10.4236/jbbs.2020.1010028

L. Grazzi et al.

ficance of being a PPwH and the construction of the prototypic story provided a
mean that neurologists could use with these types of patients in clinical practice.

Narrative analysis of patients’ illness stories revealed different ways to organ-
ize the experience of the health condition. In narrative research about health or
trauma, typically, illness narratives were framed in the context of a “biographic
disruption” [47]. In our study, few PPWH describe a biographic disruption, a
time before and a time after the illness occurred, as happens in narratives of
adult patients with headache [48] or in patients with other health conditions [49]
and their caregivers [50]. This could be related to a very early age of onset, about
9 years: few of them talk about a biographic disruption if the headache onset is
still near, whereas most patients have a vague memory of when the disease
started. Rather, it is perhaps more appropriate to talk about a “biographical con-
tinuity”, as pointed out by Levelahti and colleagues [49]. This continuity is ex-
pressed by referring to, for example, the familiarity of the disease, to events re-
lated to their growth (change of school or sports activities) and/or to bodily
changes.

Moreover, as results both from narrative and thematic analysis, it is remarka-
ble that for some participants is not necessary to find an existential meaning of
the illness experience, it is more important to find a way to manage headaches in
daily living. A self-exploration, a reflection about narrative identity integrating
illness is more frequent in older participants, the younger prefer a kind of life
exploration, to find agency through action than through meaning construction.
Literature shows the key role of conversational storytelling in late adolescence
and early adulthood for narrative identity development. McAdams and McLean
[51] emphasize the benefits of narrative identity for psychological well-being and
maturity, and the importance of promoting self-exploration through conversa-
tion (possibly even among peers). Conversational storytelling affects the devel-
opment of narrative identity in late adolescence and early adulthood and narra-
tion can be important when a disease is present in a teenager’s life by giving a
meaning to their experience [52]. In fact, considering the thematic analysis, a re-
levant aspect that emerged is the impact of headache on the way they perceive
and define themselves. Headache is something that changes and transforms
them, when the pain is present they feel like another person and it is also some-
thing that makes them angry. Narration could be suggested, for example
through the use of a diary in clinical practice, not only to write when attacks [53]
occur but also in general about their experience.

Another relevant feature is the scarcity of the disease dimension (ie. the
pathway of care, the diagnosis, and the drugs). Also, the symptoms are described
not from a medical standpoint, but from the within of the lived experience of
pain. The medical gaze rarely enters into the participant narratives, the body
dimension is explored as Leib, the lived-living body as subject, not as Korper, the
body as a (medical) object. Thematic analysis revealed that few participants de-

scribe medical examinations that have occurred over time. For some of them are

DOI: 10.4236/jbbs.2020.1010028

448 Journal of Behavioral and Brain Science


https://doi.org/10.4236/jbbs.2020.1010028

L. Grazziet al.

very numerous, especially if they have been suffering from headache for a long
time, for others less frequent if the development of migraine attacks is recent. In
general they do not take many drugs, except when the pain is unbearable, even if
drugs do not always work [10]. This finding is in line with Foiadelli [9] a greater
part wait until the pain is moderate/severe or until it is unbearable before taking
drugs. Those taking painkillers were ambivalent about the benefits [54].

Conversely, the sickness theme, refers to the influence of the social context on
the patients’ health status, has received a great deal of attention by participants.
Headaches prevent often our respondents from engaging in leisure, sport or
recreation. In these cases, respondents react in two different ways: they might go
out with friends only if without headache and come back if the pain is too se-
vere, or they might go out with the pain present, take painkillers and try to resist
and not give up going out. On the whole, they feel understood by the family, al-
though younger siblings are not always sympathetic to their pain [11]. At school,
participants say that they are not always understood by teachers, except for those
who suffer from headaches, and overall they report positive experiences with
their classmates or close friends. In line with these findings, Donovan and col-
leagues [11] from interviews with 12 adolescents and their caregivers identified
three main themes about their headache experience: the need to be alone, the
lack of support from siblings and the feeling of not being understood by others.
About this final theme, in the opinion of our sample too, people who do not suf-
fer from migraine headache/headache do not understand what it means to suffer
from headache. We might also refer to disorders of the pain matrix, which are
often devalued by others. Lonardi also points out that people who have not ex-
perienced chronic headache are likely to have experienced a headache and may
feel they understand what a “bad headache” is; they may even use the term “mi-
graine” for a bad headache. This is very different from other long-term condi-
tions, for example, epilepsy, as you cannot experience “a bit of” this condition
[29].

Another relevant issue concerns the identification of the causes attributed to
headache. Most of the interviewees mention study/school, followed by emotional
and physical stress, but emotional stress actually concerns school and physical
activities carried out. These results are in line with the study by Foiadelli ez al
[9], according to which more than half attributed his headache to study/school
reasons, to follow emotional stress and similarly physical stress, sight and loud
noises. From a clinical point of view it is important to take these aspects into ac-
count, especially the emotional stress reported by young patients. In fact, a sys-
tematic review by Huguet and colleagues [55] showed that, although there is no
causal relationship, some results suggest that the presence of negative emotional
states, such as anxiety, depressive symptoms or anxiety, are associated with per-
sistent headache. About causes, the presence of what we have defined “opera-
tional algorithm” reminds us of the typical medical stance described by Charon

[35]: “We test one diagnostic algorithm after another—and the more seasoned
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we get, the more automatically and under consciously this process occurs—in
the effort to categorize this set of events, in the effort to emplot it. The clinician
endowed with the gift of plot—and aware of the abysmal echoing of deceptions
possible with illness—will search out with great inventiveness and open-endedness
and courage (for tolerating the unknown requires if) multiple possible causal re-
lationships among the disparate symptoms and situations that the patient
presents”. With patients who show attention to researching the causes, it may be
useful to deepen this trend, promote the use of a diary (where to mark not only
when the attacks come) or become “researchers” of their headaches, enhance
their experience in the clinical encounter.

Another relevant theme concerns the strategies applied by patients to deal
with pain. In line with previous studies, who have already collected a series of
episodes and more or less successful attempts at pain management feel they
know what to do to deal with it (isolate themselves from light, noise, and people,
have a rest, fall asleep, take medication). Otherwise allow themselves to be ad-
vised by the people around them, especially if they have been suffering from
headache for much longer than they have [12]. Finally, thinking about the fu-
ture, half of our interviewees believe that their “headache” will continue for quite
some time, especially those patients who experience their family members al-
ready suffering from headache/migraine, the other half of the sample hopes,
however, that it will improve in the future [10].

There are some limitations to this study that need to be mentioned. First, the
qualitative nature of data collected and the limited number of participants pre-
vents the findings being generalised to the overall population of PPwH. Howev-
er, results provide a point of contact for researchers with the inner world of pa-
tients. Through the relationship built with the text, an interpretative process is
implemented in the analysis and in the writing the relationship with the text
enables a creative-imaginative process. Second, participants were consecutively
enrolled on voluntary basis and no stratification was planned with respect to di-
agnosis, gender or other patients’ characteristics, therefore no comparisons be-
tween different types of patients could be presented. However, this could be
achieved in subsequent studies. Third, the nature of the analysis carried out has
been affected by the researchers’ subjectivity in identifying, analysing and pre-
senting some aspects detected in the narratives and not others. Both the thematic
approach and the structural approach don’t contextualise narratives by ignoring
historical, interactional and cultural factors [56]. We have not analysed how and
how much the research settings and relationships have shaped the way the sto-
ries were told. Could this search for an algorithm be something that young par-
ticipants have absorbed from the relationship with clinicians? Could clinicians
learn something from the many possible plots told by PPWH? We need more
research to explore, for example, a setting of conversation between peers, outside
the clinical settings. Despite these limitations, the current study represents an

important first development in our understanding of PPWH and represents a
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first step toward the use of narratives in clinical practice with PPwH. The appli-
cation of narrative medicine can improve the possibility to determine the diag-
nosis and the adequate treatment of paediatric patients by increasing the anam-
nestic research, identifying the cause of the different types of headaches so that
to achieve a more specific diagnosis. the knowledge of psychological and beha-
vioural aspects that can be implied in the onset of migraine or headache can be
helpful address more adequately our intervention by avoiding unhelpful phar-
macological treatments not indicated for their side effects in this frail category of

patients and clarifying the possible psychological nature of pain.

5. Conclusion

In conclusion, this study has helped 1) give voice to young headache patients
and to describe their experience through narrative; 2) explore how different
narrative modes can be used in constructing a sense of the experience of the ill-
ness, to construct a map or to place the experience in one’s own life trajectory; 3)
create a prototypic story that neurologists can use with this target group of pa-
tients who are not always talkative, to promote narrative and reflection. The ef-
fectiveness and usefulness of prototypical narration in eliciting the narrative is to
be tested with further studies.
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