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Abstract

Purpose: Maladaptive coping strategies are frequently adopted by people with Multiple Sclerosis. The present narrative medicine
project aimed to understand the coping factors allowing to achieve a positive reframing of MS through the use of narrative medicine

and a standard questionnaire on coping.

Methods: A dedicated on-line platform was set up, and people with MS could enter and share their experiences. Collected narratives
were analyzed according to Launer’s classification, (progressive, stuck and in partial progression). In progressive narratives, indi-
viduals usually manage to evolve from situations of high complexity and suffering to ones of positive engagement and coexistence
with the pathology. Stuck narratives are characterized by a constant situation of disengagement and narratives in partial progression
are those in an intermediate phase as they present both positive and negative elements. Coping strategies were assessed using the
Brief-COPE questionnaire and within the narratives.

Results: The analysis of the 123 narratives showed that 58% were progressive, 14% were stuck, and 28% were in partial progres-
sion. Positive reframing, acceptance, emotional support and instrumental support were factors significantly differentiating progres-

sive from stuck narratives.

Conclusion: The present is the first project carried out on self-reported experiences of people with MS that attempted to combine a

validated tool, the Brief-COPE Questionnaire, with a qualitative analysis of narratives to understand the adopted coping strategies.

Through a narrative approach and its application in daily practice, healthcare professionals can understand patient perception in
its whole complexity and be able to handle the frailty of these individuals to transform their vulnerability into strength and positive

reframing.
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Introduction

Multiple sclerosis (MS) is a chronic demyelinating immune-mediat-
ed disease that affects the central nervous system (CNS), causing a
broad spectrum of signs and symptoms [1]. MS can affect any area
of the CNS and is characterized, from a clinical point of view, by a
wide variety of signs and symptoms, such as loss of sensitivity, tin-
gling, paresthesia, decrease in muscle tone, spasticity, difficulty in

movement and diplopia [2].

The disease in Italy has a prevalence estimated at 188 cases per
100,000 inhabitants, except for Sardinia (360 cases per 100,000 in-
habitants) [3]. It is possible to identify different clinical courses of

MS depending on its evolution over time [4].

Artemiadis et al. [5] identified a probable relationship between
stress and disease progression. Thus, adaptive coping is beneficial
for people with MS, not only for reaching psychosocial adjustment
to the disease [6]. The word coping refers to the variety of cognitive
and behavioral strategies that individuals use during processes to
manage psychological stress or the diagnosis of chronic disease [7].
Coping responses are linked in part to personality and in part to the

social environment [8].

Maladaptive coping strategies are frequently adopted by people
with MS with repercussions not only on the level of perceived qual-
ity of life [9] but also on the course of the disease [10]. Numerous
studies have analyzed coping strategies used by people with MS,
but there is no consensus on the positive strategies that best al-
low effective adaptation [11, 12]. Instead, an association has been
demonstrated between the coping strategies adopted by the person
with MS and those used by their caregivers, highlighting that the
presence of physical and emotional support can be useful to con-
structively and realistically manage the burden of the illness [13,
14]. Particularly in couples, coping is fostered when people have
clear and open communication that allows the sincere sharing of

their physical and mental difficulties [15].

Narrative medicine research seeks to gain insight into how a per-
son lives with his/her illness, in an attempt to consider the many
facets of the pathway of care [16]. Narratives allow professionals to
collect information on the needs perceived by patients and physi-
cians when coping with distress caused by clinical problems, which
can be in part collected by traditional methods, such as structured
questionnaires [17]. Many physicians are experimenting with nar-
rative medicine, witnessing its validity in integrating clinical prac-

tice, either in reducing anxiety and insecurities in both patients

and professionals or revealing gaps in disease treatment, patient
support and care or other factors [18]. From an organizational and
economic point of view, narrative medicine can be used as a sys-
temic approach to improve the efficacy and efficiency of healthcare

services [19].

The narrative medicine project, named “Storie Luminose” (“Bright
Stories”) aimed to identify those elements helping to cope with the
disease. By “bright story” we intend the sharing of an illness expe-
rience that conveys courage, confidence and peace and the desire
to be able to find one’s lifestyle in the daily management of the dis-

ease to those who already share or are facing a similar situation.

Methods
The project was conducted in Italy and invited people with MS to

write about their personal experiences in living with MS from June
to October 2014.

Subjects were recruited through a promotional campaign on the
website of the Italian Multiple Sclerosis Society (AISM), the pa-
tients’ forum “I primi passi nel mondo della Sclerosi Multipla”
(“First steps in the MS world”) and through the collaboration of 8
most important Italian neurology centers, by informative posters

and brochures placed in the clinic’s waiting rooms.

Inclusion criteria were a diagnosis of MS and the willingness to
share their experiences in writing. No exclusion criteria were giv-

en.

Subjects were invited to access the website www.medicinanarra-
tiva.eu/sclerosimultipla and narrate their own experience of liv-
ing with MS. In the narrative, an illness plot was given to prompt
reflections on the past, the present, and the future of living with
MS: it was designed through the application of Natural Semantic
Metalanguage approach to reduce the researchers’ influence [20].
The purpose of the illness plot was to understand coping factors

and help patients to overcome the writer block [20].

Following the narrative section, the Brief-COPE [21] was included
to correlate results with narratives on coping. The Brief-COPE
questionnaire developed by Carver [8, 21] comprehends 28 items
evaluated on a four-based scale. The COPE inventory was validated
into Italian before the present project [22], while the Brief-COPE
was validated in 2015 [23].
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Narratives, all into Italian, were collected through the Typeform
online survey platform (http://www.typeform.com/ [cited 2018
Jul 18]) and at the end of the survey period, raw and anonymous
results were downloaded as a Microsoft Excel spreadsheet. All data

were self-reported and submitted anonymously.

All survey instruments received prior approval by a multidisci-
plinary Scientific Board composed by experts in Multiple Sclerosis
management, experts in Narrative Medicine and patient associa-
tions’ managers, which were involved in discussing the results and
actively contributed through a qualitative consensus meeting. The
project was performed according to the principles of the Decla-
ration of Helsinki, and all participants had to agree to the online
informed consent before writing their experiences. The Ethical
Committee of ATS Sardegna approved the project with the protocol
150/2019/C.E.

Data and text analysis

Narratives were analyzed using an approach integrating qualitative
and quantitative research, which consist in the qualitative inter-
pretation of stories, through independent reading and classifica-
tion by 3 researchers, to reduce bias in the interpretation of texts
[24]. Quantitative analysis was carried out using specific software,
NVivo [25], which enabled the calculation of word frequencies [26].
Launer’s classification of illness narratives [27] and coping factor

inventory by Carver [28] were applied to narrative analysis.

According to Launer’s classification [27], narratives can be divided
into progressive, stuck and in partial progression. In progressive
narratives, patients usually manage to evolve from situations of
high complexity and suffering, such as the diagnosis and manage-
ment of MS, to ones of positive engagement and coexistence with
the pathology. Contrarily, stuck narratives are characterized by a
constant situation of disengagement in which patients cannot ac-
cept their new situation and, persistently, show the same fears and
negative thoughts. Finally, narratives in partial evolution are those
in an intermediate phase as they present both positive and negative

elements.

The Brief COPE questionnaire was analyzed according to instruc-
tions [21]: it is composed by 28 question and to each question there
are 4 possible answers (1 = [ haven’t been doing this at all, 2= 2 =
I've been doing this a little bit, 3 = I've been doing this a medium
amount, 4 = I've been doing this a lot). Scales were computed by

summing up the scores in these categories: self-distraction, active

coping, denial, substance use, use of emotional support, use of in-
strumental support, behavioral disengagement, venting, positive

reframing, planning, humor, acceptance, religion, self-blame.

Socio-demographic variables were analyzed with descriptive sta-
tistics (mean and ranges, and classes) and frequencies reported
as percentages. Standard frequencies of Brief-COPE analysis were
calculated using excel; to assess Brief-COPE questionnaire results
within stuck and progressive narratives [27] two-tailed tests were
used, and p values <0.001 were considered statistically significant.
Researchers shared the results with the aforementioned multidis-

ciplinary Scientific Board in a validation workshop.

Results

Sociodemographic aspects

The webpage was accessed by 595 individuals, and 123 narratives
were collected. As reported in Table 1, subjects were primarily
women (100/123), the mean age was 39, and 47 subjects (38%)
had atleast one child. Table 1 provides data on the geographic resi-
dence, level of education and employment status of subjects. The
people who shared their story had been living with MS for a mean

of 7.8 years and represented all types of MS.

TABLE 1 Sociodemographic and disease characteristics

Gender
Woman 100 (81%)
Man 23 (19%)
Age 39 (18-70)
People having children 47 (38%)
Geographic residence
Northern Italy 51 (41%)
Central Italy 28 (23%)
Southern Italy 44 (36%)
Level of education
Middle school 56 (46%)
High school 15 (12%)
University/postgraduate degree 52 (42%)
Employment status
Student 7 (6%)
Employed 83 (67%)
Unemployed 21 (17%)
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Retired 12 (10%)
Years of living with the MS 7,8 (0-36)
Type of MS (self-declared)

Clinically isolated syndrome (CIS) 6 (5%)
Relapsing-Remitting MS (RRMS) 87 (71%)
Secondary progressive MS (SPSM) 8 (6,5%)
Primary progressive MS (PPMS) 9 (7%)
Progressive-relapsing MS (PRMS) 8 (6,5%)
[ don’t know 5 (4%)
Data are presented as n (%) or

mean (range).

Table 1: Sociodemographic and disease aspects
of subjects with MS (N=123).

Narratives according to Launer’s classification

The analysis of the 123 narratives showed that the 58% were pro-
gressive (72/123), 14% (17/123) were stuck, and 28% (34/123)

were in partial progression (Table 2).

TABLE 2 Classification of subjects’ narratives

Progressive
narratives

58% (n =72)

“I find my balance, I discover new habits
every day, I cope with my limits”, "Today

my path with MS is like a country road:
sometimes it's sunny, sometimes it's raining
and thundering... but I like thunderstorms!
Sometimes there's such a wind... you don't
know which way to turn to make sure your
hair doesn't go on your eyes! I cut them very
short: that's how I always see us. No more
problems with the wind!”

Stuck narratives | 14% (n=17)

“My relations with my husband and his family
are a bit tiring ”, "today my path is more com-
plex than before... personal dissatisfaction, I
always feel in difficulty, | don't want to give
up, but I'm tired... in more than 4 years ago |
became cardiopathic after two heart attacks...

I feel a bit like in prison..."

In partial pro-
gression

28% (n=34)

“The road of my life is yet to be discovered,
and... to be lived”, "a disease, for which there
is no cure, today, but tomorrow who knows

... so I must wait to follow the therapies that
doctors advise me, live the best and try to get

to that day in the best possible conditions"

Table 2: Classification of the 123 narratives in progressive, stuck

and in partial progression according to Launer’s classification [25].

The narratives in details

The narratives begin with the description of the events and symp-
toms from the moment of the breaking of the body’s health status
to the present. Considering that the scientific community widely
recognized symptoms of MS, we focused our attention on the jour-
ney undertaken by individuals to elaborate their condition with
MS by choosing the road as a metaphor for life. After the diagnosis
(in the past) the road was described mainly as uphill or difficult in
77% of the narratives (Table 4). However, the terminology radically
changes in the present, with more positive adjectives of the “road”
metaphor, such as bright or flat (44%), and ups and downs or uphill
butimproving (52%) in progressive narratives. Likewise, the adjec-
tives and the representations used to describe MS itself change and
reflect the acceptance process that took place within each person:
from a condemnation of life or an enemy to fight with (75%) to a
life partner (51%) and an uncomfortable friend (23%). On the con-
trary, in stuck narratives, the terminology remained negative from

the beginning until the present.

Narrative analysis examined the relationships with other people in
daily life, including those who usually take part to one’s life (fam-
ily members, friends, colleagues and neighbors). In particular, the
illness plot started with “With other people, I was..” in order to
understand the real behaviors adopted towards others, but leaving
freedom to narrate both challenging and serene relationships. As
shown in Table 4, 36% of subjects with MS described serene and
open relationships towards others, which are one of the critical
factors for achieving adaptive coping. Thirty-six percent of sub-
jects wrote that relationships with others were the same as before
without specifying anything further. Thus, this does not allow us
to analyze whether the relationships were serene or not. However,
39% of subjects shared their difficulties, of loneliness and closure
towards the outside world, sometimes resulting in feelings of an-
ger. Finally, 13% had to reassure others and find the right words to
communicate their situation to their families. In the present time,
82% of subjects who cope with MS experienced relationships char-
acterized by serenity, openness and comfort, while this percentage

is 34% in stuck narratives.

Following the narrative analysis, another key-factor contributing to
positive adaptation to the illness is represented by subjects’ achieve-

ments. In particular, individuals developed an inner strength, as
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well as self-confidence to face a condition recognized as a signifi-
cant obstacle. Consequently, this awareness resulted in greater care
of oneself and the possibility of leading a normal life with a job and
hobbies. Furthermore, subjects recounted about their fortune in
being able to build a family and maintain solid friendships, despite
an illness often leading to isolation. In general, strength and love
are two predominant positive factors present in the majority of
narratives that allowed individuals to reach a state of well-being. A
last emerging factor is the ability to change one’s point of view and
rediscover “the little things in life”, to look at the world with new
eyes, capable of being amazed and aware of the beauty, finding new

passions and interests.

Since the project involved a patients’ online forum and the blog of
the patients association, part of the plot investigated the approach
of people with MS to the web. More than a half appreciated the pos-
sibility of being part of a web community sharing experiences and
having the opportunity to talk with other people with MS. As ad-
dressed by some subjects, though, the web is a double-edged sword
since it is possible to find conflicting information due to variability
of the progression of the disease from one person to another caus-

ing excessive fear or excessive confidence.

At the end of the plot, subjects shared their vision of the future:
53% of stuck narratives described the future as difficult, while in
progressive ones there were different approaches mirroring differ-

ent coping strategies.

Table 3 The relationship between the evolution of narratives and

what subjects expressed in writing

In the | Today (progres- | Today (Stuck
past | sive narratives) | narratives)
The road as a N=113 N=69 N=17
metaphor for life
with MS
Full coping ex- 3% 44% -
pressions

“My road is in the place I wanted, with the man I love and I will
marry”, "I still don't know what my path is. Surely now I have
learned to endure, to accept that not everything always goes
according to our plans, and we must never give up, but change
objectives, change strategy. [ have learned that to settle, some-
times, is not synonymous with failure, but it is equivalent to ac-
cepting oneself and one's limits.”, "Completely new and tailored

to my needs".

Intermediate cop- | 20% 52% 18%

ing expressions

“My road is always a bit uphill, but I see it much more outlined
than in the past. I don't know what awaits me, [ don't know how
I'll be, but I know that I'll have the person(s) I love at my side,
and that's enough for me.”, "My path had simply changed. It was
as if my body had rung the alarm bell and shouted to me: "hey!
stop and take care of me!”

Disengaging coping expressions ‘ 77% ‘ 4% 82%

“My road was like an obstacle course, and I didn’t know the
route map”, "...uphill, and it's still uphill. Every day you have to
make an effort to do something, you have to find the strength to
live life, to continue on the road", "...dark, I saw everything black,
my only good fortune was that I had been surrounded by my

boyfriend who is now my husband too."

The MS as addressed by pa- N=120 N=67 N=15
tients

A life partner, a new point of 17% 51% 6%
view

“A life partner. It reminds me that I'm not perfect, but that’s my
strength”, "An acquaintance whom I would have frequented and
whom I would have hoped would have become a friend of mine.
You don't hurt your friends, but to earn a friend, you have to be
willing", "a different perspective on the world. A condition of be-
ing that has stimulated me to change significantly for the better.
On certain days it is also a limit and a nuisance, especially in the
aftermath of injections. But there are no lives without difficul-
ties. These are the obstacles that make us try new roads or push
us to become strong enough to pass them.”

An uncomfortable friend 8w | 23% | 20%

“It's something I have to live with, especially with the therapy
that unfortunately reminds me every day that I'm sick”, "A com-
panion. Bad, but a companion with whom [ will spend the rest
of my life. More than illness, I like to see it as an unusual way of
life!”, “"everyday life.  would lie if I said that I don't think about
it... even because if I don't think about it, my diplopia reminds
me of it, my continuous tiredness. Once I wasn't like that, but I
also try to remedy this... in short... it's an (uncomfortable) friend
with whom I have to live, I have to "only" accept it and under-
stand it.”

Doom, monster, enemy, limita- 75% 26% 74%

tion, unknown

“A big question mark on my future, on the possibility of having
children and the life I have always dreamed”, "something un-
known, I had seen afflicted elderly people and they were all in a
wheelchair, so I thought it only led to that", "a disease that wears
my brain and digs my bowels, a malefic snake that injects a bit of
poison every day to make you die slowly and be aware that your

end has not yet arrived ...".

Relationships with other N=112 N=61 N=15

people

Serenity, talking about the 36% 82% 34%

disease, courage
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“I'm always smiling and positive because MS is not the end of
life, life must be lived to the best and as positively as possible”,
"especially grateful. Because I knew that even if | had to face
this new path alone, their help was already precious and their
love was and still is indispensable. I was only sorry about their
worry, I did not feel sick more than before, indeed stronger,
because finally I knew what [ had and I could do to feel better”

As before, well with few people ‘ 12% ‘ 11% 33%

“New hobbies like cycling all together: me, my boyfriend, my
friends, my new bike and the MS”, "My achievements have been
all and none. I am and I feel like a normal person. I studied, I
travel, I have a husband who loves me, a beautiful job, colleagues
who appreciate me for what I am and who in their way have
learned to joke even about my MS, a wonderful family... | have
everything. [ don't have children, but patience. [ have beautiful
grandchildren who love to play and joke with their aunt.”

“I carefully chose who to talk to”, “I do not socialize with many
people, but I look for the ones that make me feel better”, "I try
to be more normal than I can, [ avoid special questions, I only go
out when I feel better."

No achievement 5% - 56%

The web according to patient N=114 N=58 N=14

experience

Avoiding talking, masking the 39% 7% 33%
reality, loneliness

Community for sharing 18% 38% 29%

“I had to learn how to re-modulate my emotions to avoid victim-
hood and being heavy”, "very grumpy and I blamed all this, ev-
eryone", "Those few who are left... | would like to try to be more
understanding. They try to stand by me. It's me who doesn't

even trust my shadow anymore..."

Reassuring others ‘ 13% ‘ - -

"Fundamental! He frightened me many times, but I could under-
stand that some symptoms | had were normal, that my moods
were common to many of us, he made me company when [ had
no one to talk to" "The web is fundamental. Without my forum,

I would be ... lost maybe not ... but I would be much less strong,
also because thanks to it now I know wonderful people who
have the same disease and with whom I manage this virtual
space, and this is wonderful.”

"Often I found myself having to hear others, even the neurolo-
gist, | had managed to displace her by saying: look, doctor, I'm

a little slow to react to the cortisone, but I'm not in a hurry, do
not worry, when she wants to return, the sight will return.’, "You
have to choose whether to keep the news for yourself or not.
Each one chooses according to his own situation: I couldn't have
hidden it anyway... so I immediately told the truth to everyone,
looking for the right words, reassuring and consoling... in in-
deed, sometimes we have to comfort others."

Useful | 40% | 38% | 43%

“to be heard without being seen? I hardly ever do so. The web

serves me only as a study, reading, small distractions”, “always
important, gives us lots of information, keeps us up to date.”

Negative, avoided ‘ 23% ‘ 10% ‘ 14%

Achievements of patients N=106 N=64 N=19

Strength, caring of myself, little 48% 90% 37%
things, serenity, hope

"I'm not a hypochondriac person who checks every single symp-
tom to know which death I have to die of, also because we'll all
end up like that, but for the web, it always arrives earlier than
expected.”, "I didn't look at anything at that time. I feared the in-
ternet as the bubonic plague ... who knows what [ would read!”

“I can say that I was proud of myself for not being knocked
down, but having lived my life better than before”, "I gained so
much optimism that I didn't have before, so much strength and
confidence in myself that I didn't think I had before. I can give
much more value to the important things in life, to perceive the

beauty and value of life and health.”

With negative and positive 19% 14% 14%
aspects

Family and friendships 6% | 0% | 7%

"the true friendships, I have revalued many people both those
who love me and those whom I have turned away wrong be-
cause they did not deserve it. But I've noticed my mistakes, and
I'm trying to make up for them by getting closer to some and

further away from others","l am more sociable and less closed
"to hedgehog" - I take the moment in every situation”

Normality, job, hobbies, au- 31% - -

tonomy

"a double-edged weapon. In the beginning, the web was a great
container of answers. A quick and easy way to clear up any
doubts. So, I believed, before realizing that multiple sclerosis
was a pathology with completely singular and unpredictable
consequences. It took me a while to educate myself in searching.
One thing is to share experiences, emotions and paths. Another
is to look for answers to questions that only neurologists or field
experts can give you. The web has been fundamental from the
beginning to keep me constantly updated on the search. Finding
articles in international scientific journals and forums or blogs
encourages me day after day. In short, someone works for me,
for us. The least I can do is enjoy every little piece of news and
progress.” "In this way, the web also continues to be an excep-
tional tool for the exchange of knowledge. But to exchange
knowledge one must have it; the critical sense must never be
lacking".

Tomorrow - N=64 N=19

Difficult, I can’t see it - 2% 53%
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"at the moment I can't see tomorrow." B Progressive stories M Stable stories M Stories in partial progression
Colorful, better, with my be- - 45% 6% a5 82% 82%
loved ones 2% e
65%
"Tomorrow [ will continue to walk on this unpaved path (luck- 1o
ily) continuing to stumble every now and then, just to figure out -
where [ don't have to go, with my MS bassoon on my shoulders.
Every now and then it rains, every now and then there's the 4%
sun... then flowers and butterflies come out... that's how life is, e %
despite MS everything goes on, quality depends on us.” 0%
As today, I live the present ‘ - ‘ 29% 18% OQEQ& 7}} & & c§§ 4}0" & o «z‘»“ @o\,oﬁ \E@
"I don't care, I want to live the present in the best way and help o & s® hg‘“e
&

my children to be beautiful people”, "Unchanged from time to
time it seems to me a question mark, but I want to take care of it
and not worry about my future.”

- | 2a% | 23%

"a great question mark made of fears and uncertainty. The only
firm point is and will be me, with my ability to always renew
myself and to always look for new solutions to things.”, "Foggy
but I know I can do it because I'm not alone."

Unknown

Table 3: Analysis of the narratives in details from the moment of the
breaking of patients” health status to present. We considered various
aspects including the road as a metaphor for life with MS, defini-
tion of MS according to patients, relationships with other people
and achievements of patients in the past and in the present. We also
reported direct quotes from the narratives as examples for each

analyzed aspect.

Coping strategies within the narratives

Applying the coping factor inventory analysis by Carver to text anal-
ysis [29], we found that consciousness, agreeableness and open-
ness were the predominant positive coping factors that encour-
age engagement with MS (Figure 1). Additionally, we found that
strength is also a prevalent positive factor strongly present in the
narratives. Conversely, obsessive thoughts and isolation represent
negative coping factors that impede adaptive coping with MS (Fig-
ure 1). Finally, there was no correlation between different forms of
MS, gender and number of years of living with MS and the ability to

implement positive coping strategies (Table 3).

Figure 1: Coping factors described within the 123 narratives

collected based on Carver classification [33].

TABLE 4 The relationship between the evolution of narratives and

the various forms of MS

Progressive | Stuck nar- | Narrative in par-
narratives ratives tial evolution
Type of MS % (n) % (n) % (n)
(self-declared)

CIS 67 (4) 33 (2) 0(0)
RRMS 61 (53) 7 (6) 32 (28)
SPSM 57 (5) 43 (3) 0(0)
PPMS 44 (4) 33(3) 22 (2)
PRMS 63 (5) 25(2) 12 (1)

Don’t know 20 (1) 20 (1) 60 (3)
Gender % (n) % (n) % (n)
Female 60 (60) 13(13) 27 (27)

Male 52 (12) 17(4) 31(7)
Years of living % (n) % (n) % (n)
with the MS
From 1to 12 53(10) 5(1) 42 (8)
months

From 1to 5 63 (27) 16 (7) 21 (9)

years

From 6 to 10 50 (12) 8(2) 42 (10)
years

From 11 to 15 58 (11) 21(4) 21 (4)
years

From 16 to 36 67 (12) 17 (3) 17 (3)
years

Table 4: The relationship between the evolution of narratives, the
various forms of MS, gender and number of years living with MS.
The two-tailed test did not show statistically significant differences
(p>0.01).
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Analysis of the Brief COPE questionnaire

Overall, the results of the Brief-COPE [21] are in accordance with
what emerged from the analysis of the narratives. As reported in
Figure 2, the positive factors that show statistically significant dif-
ferences among stuck narratives and progressive narratives in-
cluded the ability to have a positive perspective (positive refram-
ing, p<0.001), the acceptance of one’s condition of living with MS
(acceptance, p<0.01), the support of loved ones in emotional and
instrumental terms (emotional support, p<0.001; instrumental
support, p<0.01). Conversely, the tendency of blaming oneself (self-
blaming, p<0.001) and avoiding stressful situations rather than
solve them (behavioral disengagement, p<0.001) were prevalent
negative factors that characterized stuck narratives. No statistically
significant differences were found for self-distraction and active
coping, as well as for other factors such as planning, religion and
venting. Although generally in accordance with the analysis of the
narratives, we found that the Brief Cope failed to give a picture con-
sistent with the reality reported in the narratives in 27% of cases.
In particular, 83% of this latter are false negatives: progressive nar-
ratives in which Brief-COPE cannot detect an evolution among past

and present and therefore a positive acceptance of the MS.
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Figure 2: Brief COPE analysis evidences that the positive factors
that show statistically significant differences among stuck narratives
and progressive ones (N=123) are positive reframing (p<0.001), ac-
ceptance (p<0.01), emotional support (p<0.001), and instrumental
support (p<0.01). On the contrary, the prevalent negative factors
in stuck narratives are self-blaming (p<0.001) and behavioral dis-
engagement, (p<0.001). No statistically significant differences were
found for the other factors.

Discussion
The present is the first project carried out on self-reported experi-

ences of people with MS that attempted to combine a validated tool,
the Brief-COPE Questionnaire, with narrative medicine to under-

stand coping strategies adopted by people with MS.

Consistent with the expectation [7], both from narratives and the
Brief-COPE, adverse experiences were characterized by maladap-
tive coping strategies such as isolation, obsessive thoughts and be-
havioral disengagement. From the Brief-COPE questionnaire, self-
blaming also emerged as a negative coping factor, however from the
narratives the same people were also blaming others, venting and

living with a pessimistic mood.

While in previous studies growth [11] and acceptance [29] were
considered positive coping strategies able to reduce depressive
symptoms, emotional support and positive reframing predomi-
nantly emerged from present analysis. Positive reframing, high-
lighted by the Brief-COPE questionnaire, is better described within
narratives: in particular, 90% of progressive narratives recalled this
strategy as the consciousness of appreciating little achievements
and listening to one’s own body, the awareness of being stronger
than before the diagnosis and the capability of not losing hope.
This description confirms the results of other studies in which self-
esteem is associated with positive coping factors [12]. Indeed, in-
dividuals who wrote a progressive narrative were generally proud
of themselves for how they cope with MS, also thanks to the help of

their loved ones.

Instrumental support, in other words, the capability of asking help
and advice from others, emerged from the Brief-COPE as a positive
strategy. From the narrative analysis, people with MS found help
not only from relatives and healthcare professionals, but also from
a web community of people living their same experiences. In par-
ticular, Internet had a dual function: sharing experiences and find-
ing a supportive community, and checking symptoms and search-
ing for new treatments, as previously observed by other studies
[30]. Although, in the present study, this second approach seems to

be disengaging and related more to “stuck narratives”.

However, the present research presents some limitations. A first
limitation is given by the fact that the project was titled “Bright
Stories”, resulting in a natural selection of people who self-evalu-
ated themselves as being able to share a positive experience, even
though 14% decided to participate sharing a negative experience
with MS. Even considering this bias, the 123 people who decided
to narrate their experiences well represent the Italian MS popula-
tion [3] with the only difference being a predominantly female co-
hort. Other limitations of the present research are the restriction
of narratives collection to Italian language and through an online
platform. Finally, the Brief-COPE was validated into Italian in 2015,
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after the collection of narratives; however, results can now be con-

sidered as valid.

In conclusion, this study highlighted different coping strategies and
suggested that narrative medicine can provide more meaning and
explanation of subjects’ personal experiences with illness than a
questionnaire. This study highlighted coping strategies related to
progressive narratives, and these stories can be inspiring for others
diagnosed with the same condition [16]. These analyses also point-
ed out risk factors that all healthcare professionals, from physicians
to decision-makers, should be aware of, including the use of the In-
ternet, the importance and potential of networks for people with
MS and the importance of improving disease awareness in general
to facilitate the relationships with colleagues and friends. Through
narrative medicine and its application in daily practice [17], health-
care professionals can understand patients’ perceptions in their
complexity and be able to encourage people with MS to transform

their vulnerability into strength and positive reframing.
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