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Abstract
Background Cancer is a disease that disrupts not only the patient’s life, but that of the entire family as well, from a care,
organizational, and emotional perspective. Patients share their experience of illness frequently with their informal caregiver
(IC), a partner, son/daughter, friend, volunteer, or any other person in the family or social network who offers to support them
during their clinical journey. The purpose of this study was to investigate ICs’ still unknown cancer experiences through the
stories of IC participants in a Literary Artistic Competition the Centro di Riferimento Oncologico di Aviano (CRO) IRCSS
organized, and understand the themes that emerged from their texts and hence, the power of expressive writing.
Materials and methods A qualitative study was carried out on literary texts using Mishler’s three levels of narrative analysis:
thematic (to detect themes and subthemes); structural (to support the thematic level), and performative (to understand the
narratives’ meaning). In addition, the narratives were classified based on Kleinman and Frank’s models. A particular focus
was placed on the language of the narratives to identify figures of speech, e.g., metaphors related to cancer.
Results Seven main themes emerged from the 40 stories’ thematic analysis: perceptions of the disease; biographical breakdown;
relationships; transformation of the sick body; IC’s role; encounter with death; and strength of memory. The ICs’ stories also
highlighted the strengths and weaknesses of the patient’s clinical pathway. ICs are a resource not only for the patient, who, thanks
to them, is assured of continuous assistance but also for the healthcare organization, above all because they serve a relational role
as a “bridge” between patients and healthcare workers. ICs have important messages to offer to healthcare organizations. If
involved adequately, they can provide a strategic strength in supporting patients and healthcare workers themselves. The in-depth
analysis of the themes and subthemes in this study led the authors to hypothesize that expressive writing benefit ICs with respect
to the possibility of sharing their experiences with others and giving evidence of their role. Their stories are a testimony that can
help those who face a similar experience.

Keywords Informal caregiver . Neoplasms . Narrative analysis . Thematic analysis . Storytelling . Expressive writing . Patient
engagement . Narrative medicine

Background

Cancer is a disease that disrupts not only the patient’s life, but
that of the entire family system as well from a care, organiza-
tional, and emotional perspective. Cancer patients share their
experiences of illness frequently with their informal caregivers
(ICs), but there is no unique and formal definition of who
these are. According to PubMed/Medline, e.g., caregivers
are both “persons who provide care to those who need super-
vision or assistance in illness or disability” and health person-
nel [1]. However, ICs’ importance and challenge to healthcare
organizations are recognized increasingly. The target popula-
tion of our study is ICs who cope with cancer issues and
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participated spontaneously in a particular type of expressive
writing activity.

Cancer ICs are “…any relatives (adult children, parents,
siblings), friends, or partners (spouses) who have a meaning-
ful relationship with, and provide physical, psychological, or
emotional assistance to, cancer patients over a long period”
[2].

There is a growing literature, particularly in the past
25 years, on ICs associated with chronic disease patients [3].
Very often, these ICs are women who fail to take care of their
own needs because of the time and logistics required not only
to provide physical care for loved ones, but to care for their
emotional burdens [2]. From a conceptual perspective, these
caregivers have been equated with family (an individual with
a blood relationship) [4], but they may also be simply “some-
one who shares” the patient’s experience of cancer [5].

Some studies have shown that ICs’ social support varies in
quality or effectiveness [6], but this may be a coping response
that helps ease the emotional and practical burden of the can-
cer disease experience [7]. However, ICs’ interventions do
differ because they have individual differences in skills, mo-
tivation, and ability to overcome the difficult situations asso-
ciated with cancer care [8], and different authors who have
considered caregiving a full-time job that imposes a signifi-
cant burden of responsibility [2, 7, 9, 10] have investigated
the high cost of informal care [11] and the need to involve
these caregivers in the healthcare team from the moment of
diagnosis [5, 12]. Applebaum and Breitbart [2] described the
caregivers’ burden as a “…multidimensional biopsychosocial
reaction resulting from an imbalance of care demands relative
to caregivers’ personal time, social roles, physical and emo-
tional states, financial resources, and formal care resources
given the other multiple roles they fulfill” that leads to phys-
ical and emotional demands, fear, hopelessness, mood distur-
bances, anxiety, and in some cases, even depression.
Nevertheless, recent studies have suggested that many ICs
claim to have experienced strong positive outcomes, such as
resilience, personal growth, or re-evaluation of their lives, and
found positive meaning in their loved ones’ experiences of
suffering [13, 14].

Such self-efficacy, resilience, and optimism have been
found to be related directly to reduced psychological distress
[13, 15]. Expressive writing has been recognized as a useful
practice through which ICs can describe the benefits of their
mental and physical health [16], but through a close reading of
their written memories, diaries, or postings on social media,
several papers have reported the way in which the ICs de-
scribe their experience as caregivers or the potential effect of
writing as an expression of their caregiving experience or the
issues that emerge [17–19]. Moreover, the types of processes
in writing activities that promote their wellbeing, as well as
their efficacy in reducing stress, are unclear [20] and require
further investigation.

The purpose of our study was to investigate the expressive
writing of 40 ICs—not only family caregivers—who are cop-
ing with cancer experience. At our Institute, the Centro di
Riferimento Oncologico of Aviano (CRO) IRCCS, one of
the Italian Cancer Comprehensive Centers located in
Northeastern Italy, a prompt-based literary “competition”
open to patients, healthcare workers, and caregivers has been
organized for five editions/years. Its purpose is to encourage
expressive creative writing of these different “categories” of
people—the participants were free to choose to what category
to apply—and learn ways to improve cancer patients’ care
from different perspectives through their narrative stories.
These goals were explained clearly in the competition’s appli-
cation form. Given the Centro di Riferimento Oncologico di
Aviano (CRO) IRCSS tradition of “honoring” patients’ stories
[21], this activity was part of a more complex institutional
Program of Patient Education and Empowerment carried out
by a Patient Education and Empowerment Group that includes
both patients and caregivers [22]. From 2012 to 2017, 208
stories patients, caregivers, and health professionals wrote
were gathered, and in 2018, we developed a qualitative study
to analyze the stories. Following Kleinman [23], we use the
word “illness” primarily, rather than “disease” or “sickness” in
this paper to indicate the patients’ and ICs’ experiences with
cancer.

The objectives of our study were to improve the under-
standing of these ICs’ experiences living with cancer patients,
gather their perceptions of cancer, and derive some implica-
tions for the continuing education of healthcare workers about
their roles, expectations, and priorities.

Materials and methods

The Regional Ethical Committee approved this qualitative
study’s protocol in 2018, at which time, we had the partici-
pants’ informed consent to use their narrations already. In
every edition of the “literary competition,” the organizer pro-
vided the potential applicants with certain prompts, as well as
specific rules related to the actual goal of the competition
(topic, use of metaphors, deadline, selection criteria, the jury
panel, award, privacy, and possible use and reuse of their
stories). The prompts were only suggestions of ways to write
about their experience as a cancer caregiver.

First, we chose to begin the analysis with the category of
ICs because their perspective is considered in the literature
less often than those in other categories. From 2014 to 2017,
we gathered 40 stories ICs wrote, all of which were included
in this qualitative study: 11 were based on the suggestive
prompts “Set sail and travel;” 17 on the prompt “The meet-
ing,” and 12 on the prompt “The names we give to things.” A
close reading [24] was performed on the texts, an accurate
reading that extends beyond the narrative’s surface to identify
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the relations between words and the world, meanings, and
actions. A research group composed of 9 members with dif-
ferent backgrounds analyzed the stories. A first in-depth read-
ing of the texts took place in subgroups consisting of the
group’s supervisor, based on the criterion of integrating dif-
ferent backgrounds to guarantee a variety of findings. The
themes that emerged in the subgroups’ analysis were
discussed in plenary session, until a final shared interpretation
based on the texts was reached. The tool used to update and
share methods and information among researchers was a “log-
book” that contained the guidelines the members of the re-
search group shared. In addition to monitoring the project, this
tool was also used constantly to learn from experience and
recalibrate the “emerging design” of the research. Given that
language is a social phenomenon, on the basis of the 3 func-
tions of language Halliday [25] described—semantics, syntax,
and pragmatics—three levels of narrative analysis were per-
formed following Mishler [26] (Fig. 1):

Thematic analysis

This focuses on the content and highlights themes (Table 1),
as well as the semantic relations between/among them. The
themes to be highlighted were selected for each story [27],
and the summary of the thematic analysis was represented in
a map through a network of relations among the themes. As
an example, a table of sentences with their meanings, rela-
tive themes, and subthemes is provided (see Table 1 and
Table 2).

Structural analysis

This shows the plot’s characteristics, unraveling of situations,
characters, point of view, complex action, space and time,
direction, resolution, and style (see Table 3).

Performative analysis

This analyses the various contexts in which the narratives are
produced, together with the social, cultural, psychological,
and behavioral consequences (e.g., rituals). It is also used to
interpret the results and consists of a critical interpretative
analysis of the narrative that investigates the implications from
a trans-textual and applied perspective, i.e., the transition from
text to action (see Table 4).

A list of all of the metaphors that emerged in the various
texts analyzed was created (See Table 5, which shows some of
these). Finally, an analysis of the ICs’ stories was conducted
using Kleinman and Frank’s models [23, 28]. The texts are
mentioned according to the year in which they were written
and their arrival number.

Results

Of the 40 IC authors of the stories, 9 were male and 31 female.
The relationship between the ICs—narrator—and patient as it
emerged from the narration, allowed us to identify the rela-
tionship between the subjects: 18 ICs are children of the pa-
tients, 8, friends, 7, spouses, 2, mothers, grandchildren, and
volunteers, and 1, a sister. The narrative voices, i.e., the
“speaker”/narrator, are 11 men and 29 women. Seven main
themes emerged from the thematic analysis of the 40 texts (see
Table 6). We will present the 7 themes related to the cancer
perceptions from the ICs’ point of view shortly.

Here, we provide a list of each theme and its related sub-
themes that emerged, together with a brief description, as well
as several quotations taken from the original stories. The same
list, completed with some meaningful quotations for every
theme and its subthemes, is available in Table 7,
Supplementary Material. While the number in the parenthesis
after the theme represents the number of times that the theme
was present in the data, the code at the end of the quote (e.g.,
2014_6) refers to the identifier of the original story in our
digital archive of the stories.

The three levels of narra�ve analysis

The three features of
language

Seman�cs
Syntax

Pragma�cs

The three kinds of
narra�ve analysis

Thema�c
Structural
Dialogic / 
performa�ve

Meanings
Plot

Effects

Fig. 1 The 3 levels of narrative analysis

Table 1 Educational material on thematic analysis (Guido Giarelli3 coauthor)

Step 1 Select words/phrases from narratives that express meanings

Step 2 Assign meanings to specific themes

Step 3 Identify the semantic relations among the themes

Step 4 Represent these relations with thematic cognitive maps according to the network method
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The illness from the ICs’ point of view (29)

ICs’ experience the illness of the family member as an impo-
tent spectator unprepared for the disease’s onset and manifes-
tations, the representation of which is expressed through sig-
nificant metaphors, such as the worm (2014_5), a natural di-
sastrous phenomenon (2016_ 1), and the journey (2015_ 17).

A relevant subtheme is cancer disease as a taboo: Patients
do not like to talk about it, are ashamed, and talk about it only
when the cancer is advanced. In the family, the disease is
hidden from the ICs because the patient is afraid of being a
“burden” (2014_ 7).

Biographical breakdown (26)

The diagnosis of cancer causes a radical change in family life,
a “tear” between before and after the disease (2016_ 1). After
learning of the diagnosis from the doctor or from the family
member, many ICs experience physical pain in the stomach
and other common symptoms (2016_10). The patient’s expe-
rience of illness shocks the ICs, and alternates with fear: their
suffering manifests as a sense of helplessness, loneliness, and
abandonment, and is mentioned frequently because generally,
they hide their feelings from the patient and thus risk increas-
ing their loneliness. They feel overwhelmed by a sense of
bewilderment and discouragement because they find

themselves without references, and can do nothing to face
cancer (2015_ 2). Then, they institute coping strategies de-
rived from their family and cultural background to cope with
the patient’s disease by resorting to recreational activities
(2015_ 6).

The sick body’s transformation (24)

During the course of treatment, the IC is a careful observer, a
direct witness of the body’s transformation and behaviors, and
therefore, of the patient’s person as a whole (2014_ 9, 2015_
5). A hollow face, gray complexion, and extreme weight loss
make the person unrecognizable, which shakes the IC: “[..] I
see a long figure covered in white like a ghost [..] it doesn’t
seem like my Sara [..]” (2015_ 2; 2015_ 8).

The IC’s relationships (18)

During the illness, relationships tend to change; some ICs feel
the need and importance to have dialogs with their family, and
in some cases downplay their role by using irony (2015_ 6).
The relationships that are established with healthcare person-
nel during hospitalizations are fundamental during the course
of the treatment. As one said: “You are now at home in [the]
ward. Everyone greets you, many remember you. You like
this, it makes you feel calm and if you are, I can be calm
too” (2016_ 10). However, communication between ICs and
doctors is not always effective; the IC tries to have a good
dialog with the patient, and pays attention to the use of words:
“The big words that doctors say are rocks, towards which I am

Table 2 Example of sentences selected from the stories’ text with their meanings, relative themes, and subthemes

Story code
number

Literary
competition year

Meaningful words and/or sentences Subthemes Themes

IC_9 2014 [..] I’m afraid I will not be able to make it IC’s Fear IC’s Pain

I think it would be better to find someone to help you Seeking Help IC’s Role

That makes me move away from your hairless head, from
the sight of disease

IC’s Estrangement from the Sight of
the Disease

IC’s Coping
Response

From the arrival of death Premonition of His/her Own Death Death

Table 3 Educational material on structural analysis (Guido Giarelli3

coauthor)

Narrative
elements

Definition

Abstract Summarizes the sense of the story

Direction Time, place, characters, and situation

Complicated
events

Critical events, action sequences, turning points,
problems (plot)

Assessment Metacomments and the narrator’s feelings (point of
view)

Resolution How the plot of the story ends

End End of the narrative and return to reality

Table 4 Educational material on performative analysis (Guido Giarelli3

coauthor)

Step Definition

Who is speaking? Who is the narrative’s subject

Who is s/he speaking to? The narrative’s interlocutor

When is s/he speaking? The time in the narrator’s life

Why is s/he speaking? The narrative’s purposes

Where is s/he speaking The narrative’s context
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going to crash [..]” (2014_ 7). The IC often creates a network
with volunteer associations to receive support and feel
comforted and helped during the most difficult moments
(2014_ 1).

The IC’s role in the care journey (26)

The IC’s role is to care for the patient, accompanying him and
also supporting him psychologically during the treatment
journey and until his eventual death (2015 _9). In addition,
the IC is concerned with cleaning the environment and main-
taining confidentiality, and feels reassured if the patient’s dig-
nity is respected (2015_ 15). Within the house, housekeepers,
caregivers, and neighbors who tend to the patient’s personal
hygiene assist the IC. The IC’s organizational and technical
support is fundamental to resolve problems the patient has
ambulating and assist him: “[..] had become the updated

edition of the instructions to follow for a cancer disease [..]
attacking and detaching the oxygen mask, checking the cath-
eters[...]” IV [..] (2015_ 3).

The IC also faces emotionally demanding end-of-life is-
sues, for which s/he does not feel prepared and supported,
particularly when decisions important for the family are re-
quired. After all, no one is ever ready to approach the death of
a loved one, and the IC wonders about the difficult ethical
issues with which s/he will have to cope (2016_ 9).

The IC’s confrontation with the family member’s
death (14)

Of the 40 texts analyzed, 24 have their family member’s death
in their epilogue, and 7 describe their last moments of life
(2014_ 11, 2014_ 1, 2015_ 2). The progression of the disease
felt in the patient’s body means resignation for the IC, and
although it represents the end of the family member’s suffer-
ing, letting go requires a great will and altruism: “I only know
that there are, that we are there, if you want to go we are ready
[..]” (2014_ 9).

Table 6 Themes and subthemes. The number in the parenthesis after
the themes represents the number of times that the theme was present in
the data

Themes Subthemes

1 ICs’ perception of illness
(29)

Silent disease

Denial of the disease

The disease as taboo

The meaning given to the causes of the
disease

2 Biographical breakdown
(26)

Family coping

The IC’s suffering at the onset of the
disease

The sense of helplessness, loneliness,
and abandonment

3 The ICs’ relationships (18) The relationship between the IC and
patient

The relationship between the IC and
healthcare worker

4 The sick body’s
transformation (24)

The IC’s attentive eye

5 The IC’s role in the care
journey (26)

Support

Skills for technical performance in
terminal diseases

The effort of caring

Ethical issues in coping with terminal
disease

6 The encounter with death
(14)

Premonition of death

7 The strength of memory
(10)

The strength of mourning

The value of testimony understanding

Table 5 Metaphors, figures of speech

Sentences with figurative meaning Samples

“I was sitting, I think, suspended in the
void, floating, in free fall towards the
center of the Earth.”

[2015_10_A chi piacciono i
lamponi.]

“Regressions.
Crazy splinters.
Glimmers of hope, dazzling flashes of

joy. What strength, what wonder,
Mom.”

[2015_17_ Cara mamma]

“[…] a new friend would keep us
company, they introduced her to us
shortly before leaving: Sir, this is
Chemo, she will travel with you. [...]
the undisputed Queen, the silver
ampoule, poison in the state pure.”

[2016_9_I sorrisi permettono
all’anima di respirare]

“I hated that stormy black cloud, loaded
with fists of hail as big as tennis balls,
sentencing without holds and appeals;
I wasn’t ready to face this mountain
road so narrow, so steep and so
winding.”

“And the more the years go by, the more
you try to fossilize those moments, to
recall them, to photograph them and to
penetrate the truth (what truth?!) in
hindsight, with that lucidity that time
imposes on you, with that reasoning
that everything explains, to which
everything gives its name, that pits
everything, demanding answers that
never satisfy the soul.”

[2014_5_ Farfalle]

“[…] in those four years everything had
been chaos and confusion, and
attempts to find a way through the
rubble [...] his desperate need to save
himself meant that he would not let
himself be completely swallowed up
by that whirlwind of memories.”

[2014_6_Respiri]
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The strength of memory

Memory helps put the painful events that belong to the past in
order: Some ICs ask their deceased loved ones for forgive-
ness, others reach truths that are difficult to understand, others
recall memories of illness experiences that instill trust and
courage and allow them to establish a new balance with an
exhortative and consoling function. In their death stories, the
mourning process takes place through a sort of ritual that only
the passage of time permits them: The IC tries to leave behind
memories and painful moments and move towards the future
for him/herself and the family. Therefore, anecdotes, per-
fumes, and photos are recalled, and those recollections make
their absent family members live eternally and give impor-
tance to the value of memory (2014_ 5). This allows ICs to
turn to the world with gratitude (2016_ 9).

The analysis of the stories according to Kleinman’s [23]
model reveals a prevalence of stories of sickness (in which the
focus is on the relational and social point of view) and illness
(in which the focus is on the subjective experience). Instead,
according to Frank’s [28] model, there is a prevalence of
stories of quest (34), i.e., search, discovery. Fewer (5) are
stories of restitution, i.e., compensation and reparation, and 1
is of chaos, i.e., disorder, or the so-called antinarratives.

Discussion

The narratives analyzed are largely life stories that arose from a
prompt given to the participants in the different editions of a
literary competition/expressive writing initiative as a suggestion
to write about their cancer experience as an IC. The results are
stories filtered from memory to document and pass on their ex-
perience. As Riessman [29] stated, they represent a narrative
reconstruction to attribute a meaning to the origin of the disease
and to the “biographical rupture” it produces. This reconstruction
can take a particular form that is a mixture of facts and fiction,
which the reader/researcher’s intervention also affects [30].

The results of the thematic analysis of these narratives con-
firmed what is described in the literature regarding ICs’ suf-
fering, their role in the cancer patient’s journey, their physical
and emotional state while supporting the patient, including at
the end of life [31], personal time for caring, and the multiple
roles they play [2, 4]. Our stories are filled as well with evi-
dence of resilience [14], personal growth, and reevaluation
[13] of ICs’ life [13].

As have other studies [32], our research showed that ICs
find themselves unprepared to face important ethical issues
related to terminal illness in their loved one’s end of life, but
also the ICs’ important role with respect to care benefits. This
lack of “skill” is particularly challenging in Italy, given the
recent national law about DAT, i.e., the opportunity to decide

in advance what kind of treatment a person would like to
receive at the end of his/her life [33].

The relationship with healthcare professionals is an aspect
of true utility in the patient’s clinical journey. The ICmonitors
the dosage of the therapy, updates the doctor on the changes in
the patient’s body and reactions to treatments, and in case of
emergency, supports the doctor when important decisions
need to be made.

Further, ICs find themselves giving voice to the patient
when the patient is no longer able to communicate his/her
needs and desires: The IC is a skilled interpreter of the pa-
tient’s nonverbal communication and represents a bridge in
patient-healthcare worker communication.

However, the research revealed an important critical issue
in communication with the healthcare providers, which in
some cases, causes the IC further suffering. Generally, this
occurs when the diagnosis is communicated or the IC requests
more information on the patient’s clinical status. On the other
hand, when the healthcare provider manages to establish good
communication with the IC, s/he develops trust in the
healthcare personnel and perceives a benefit on an emotional
level.

Many studies have indicated that good healthcare is one in
which the patient’s point of view is integrated into that of the
healthcare provider (i.e., the healthcare worker) and IC. All
stakeholders’ engagement in the development of personalized
care processes is a way to respect people’s dignity [34]. Our
ICs’ stories showed that this integration should be a require-
ment, not an option for healthcare organizations [27, 35].
Some stories seem to be an actual handbook of goodmedicine
[36] that offers ways to facilitate the integration of the differ-
ent stakeholders’ perspectives and also honor both the ICs’
role and patients’ stories [22]. However, it is necessary to
make room for a type of “narrative humility” [37] on behalf
of healthcare workers/decision makers in the healthcare orga-
nizations, so that patients’ and ICs’ stories are given the proper
place in the construction of good medicine.

Limitations

This study has many limitations. Informed consent to analyze,
use, and reuse the stories was requested and obtained initially
from every applicant to the expressive writing competition, in
which the competition’s narratives were the source of data.
However, we did not collect a great deal of demographic data
about the participants or information related to the patients’
precise diagnosis because our principal objective was to en-
courage people who are experiencing cancer to express them-
selves while asking them for the minimum data possible.
Nonetheless, this is a qualitative study, so that although we
did not have a large number of stories, we tried to extract all of
the meanings they contained.

4386 Support Care Cancer (2021) 29:4381–4388



Conclusions

The data that emerged from the textual analysis of the 40 stories
written by ICs who participated in the Centro di Riferimento
Oncologico di Aviano (CRO) IRCSS literary competition con-
firmed what has been described with respect to both the physical
and emotional burden and the benefits associated with caring for
cancer patients. However, certain key messages emerged. The
ICs wrote to share their experiences, but also to honor the stories
of their sick loved ones and preserve their memories. If included
and involved properly, ICs can offer strategic help to healthcare
workers that supports patients’ clinical and existential pathway.
Furthermore, the ICs often referred in their narratives to their need
for support. Often, healthcare workers overlook their burden of
suffering and needs, such as the need to have reserved relaxation
areas to stay close to their patients, or to be given information
about the way to care for their loved ones at home.

Therefore, it will be important to invest in two critical is-
sues this study highlighted: The need to train healthcare
workers and provide them with continuing education about
terminal care and other cancer issues, as well as to involve
ICs adequately in healthcare organizations.

Ultimately, expressive writing appears to be a powerful and
inexpensive tool, both to identify ICs’s roles and help
healthcare organizations improve themselves.

Supplementary Information The online version contains supplementary
material available at https://doi.org/10.1007/s00520-020-05901-3.

Acknowledgments Many thanks to professor Francesco Miniutti for his
help with English translation and revision.

Funding This work was supported by: the Italian Ministry of Health
Ricerca Corrente, Centro di Riferimento Oncologico CRO Aviano
IRCCS-Line 2 “Epidemiology and Cancer Prevention”[no grant number
provided], and Ricerca Finalizzata, Centro di Riferimento Oncologico di
Aviano (CRO) IRCCS [Grant Number RF 2016-02364211] "Changing
the future: can we effectively improve Patient Education and its effective-
ness in cancer care?”, and 5x1000 Italian taxpayer donations to Centro di
Riferimento Oncologico ( CRO) Aviano IRCCS.

Data availability The raw data are the full text stories. Many of them are
online available through the Italian database of cancer resources for pa-
tients and citizens CIGNOweb.it at the address http://www.cignoweb.it/
cro/search?q=antologia+&h=any

Compliance with ethical standards All authors contributed
to the study’s conception and design. Giulia Ardizzone, Nicoletta Suter,
Lucia Cadorin, Ivana Truccolo, Chiara Cipolat Mis, Nicolas Gruarin,
Nancy Michilin, Alessandra Merighi prepared the material, collected
the data, and performed the analysis. Guido Giarelli wrote the educational
material for analysis. Giulia Ardizzone, Nicoletta Suter, Lucia Cadorin,
Ivana Truccolo wrote the first draft of the manuscript, and all authors
commented on its previous versions. All authors read and approved the
final manuscript.

Conflict of interest The authors declare that they have no conflict of
interest.

Ethics approval The Regional Ethical Committee of Friuli Venezia
Giulia Region, Italy, approved this study.

Consent to participate Every applicant to the Centro di Riferimento
Oncologico di Aviano (CRO) IRCSS Literary competition signed an
informed consent for every legal and ethical use and reuse of their stories.

Consent for publication Every applicant to the Centro di Riferimento
Oncologico di Aviano (CRO) IRCSS Literary competition signed an
informed consent for every legal use of their stories.

Open Access This article is licensed under a Creative Commons
Attribution 4.0 International License, which permits use, sharing,
adaptation, distribution and reproduction in any medium or format, as
long as you give appropriate credit to the original author(s) and the
source, provide a link to the Creative Commons licence, and indicate if
changes weremade. The images or other third party material in this article
are included in the article's Creative Commons licence, unless indicated
otherwise in a credit line to the material. If material is not included in the
article's Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will
need to obtain permission directly from the copyright holder. To view a
copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.

References

1. NCBI National Center for Biotechnology Information (1992)
Caregivers - MeSH. https://www.ncbi.nlm.nih.gov/mesh/
68017028

2. Applebaum AJ, Breitbart W (2013) Care for the cancer caregiver: a
systematic review. Palliat Support Care 11(3):231–252. https://doi.
org/10.1017/s1478951512000594

3. Bursch HC, Butcher HK (2012) Caregivers’ deepest feelings in
living with Alzheimer’s disease. Res Gerontol Nurs 5(3):207–
215. https://doi.org/10.3928/19404921-20120605-03

4. Zavagli V, Raccichini M, Ercolani G, Franchini L, Varani S,
Pannuti R (2019) Care for carers: an investigation on family care-
givers’ needs, tasks, and experiences. Transl Med UniSa 19:54–59

5. McIlfatrick S, Sullivan K, McKenna H (2006) What about the
carers?: exploring the experience of caregivers in a chemotherapy
day hospital setting. Eur J Oncol Nurs 10(4):294–303. https://doi.
org/10.1016/j.ejon.2005.12.003

6. Rini C, Emmerling D, Austin J, Wu LM, Valdimarsdottir H, Redd
WH, Woodruff R, Warbet R (2015) The effectiveness of caregiver
social support is associated with cancer survivors’ memories of
stem cell transplantation: a linguistic analysis of survivor narratives.
Palliat Support Care 13(6):1735–1744. https://doi.org/10.1017/
s1478951515000681

7. Grunfeld E, Coyle D, Whelan T, Clinch J, Reyno L, Earle CC,
Willan A, Viola R, Coristine M, Janz T, Glossop R (2004)
Family caregiver burden: results of a longitudinal study of breast
cancer patients and their principal caregivers. CMAJ 170(12):
1795–1801. https://doi.org/10.1503/cmaj.1031205

8. Hughes N, Locock L, Ziebland S (2013) Personal identity and the
role of ‘carer’ among relatives and friends of people with multiple
sclerosis. Soc Sci Med 96:78–85. https://doi.org/10.1016/j.
socscimed.2013.07.023

9. Rabow MW, Hauser JM, Adams J (2004) Supporting family care-
givers at the end of life: “They don’t knowwhat they don’t know.”.
J Am Med Assoc 291(4):483–491. https://doi.org/10.1001/jama.
291.4.483

4387Support Care Cancer (2021) 29:4381–4388

https://doi.org/10.1007/s00520-020-05901-3
http://www.cignoweb.it/cro/search?q=antologia+&h=any
http://www.cignoweb.it/cro/search?q=antologia+&h=any
https://doi.org/
https://www.ncbi.nlm.nih.gov/mesh/68017028
https://www.ncbi.nlm.nih.gov/mesh/68017028
https://doi.org/10.1017/s1478951512000594
https://doi.org/10.1017/s1478951512000594
https://doi.org/10.3928/19404921-20120605-03
https://doi.org/10.1016/j.ejon.2005.12.003
https://doi.org/10.1016/j.ejon.2005.12.003
https://doi.org/10.1017/s1478951515000681
https://doi.org/10.1017/s1478951515000681
https://doi.org/10.1503/cmaj.1031205
https://doi.org/10.1016/j.socscimed.2013.07.023
https://doi.org/10.1016/j.socscimed.2013.07.023
https://doi.org/10.1001/jama.291.4.483
https://doi.org/10.1001/jama.291.4.483


10. Sherman DW, McGuire DB, Free D, Cheon JY (2014) A pilot
study of the experience of family caregivers of patients with ad-
vanced pancreatic cancer using a mixed methods approach. J Pain
Symptom Manag 48(3):385–399.e381-382. https://doi.org/10.
1016/j.jpainsymman.2013.09.006

11. Brimblecombe N, Knapp M, King D, Stevens M, Cartagena Farias
J (2020) The high cost of unpaid care by young people: health and
economic impacts of providing unpaid care. BMC Public Health
20(1):1115. https://doi.org/10.1186/s12889-020-09166-7

12. Wasner M, Paal P, Borasio GD (2013) Psychosocial care for the
caregivers of primary malignant brain tumor patients. J Soc Work
End Life Palliat Care 9(1):74–95. https://doi.org/10.1080/
15524256.2012.758605

13. Cassidy T (2013) Benefit finding through caring: the cancer care-
giver experience. Psychol Health 28(3):250–266. https://doi.org/10.
1080/08870446.2012.717623

14. Giesbrecht M, Wolse F, Crooks VA, Stajduhar K (2013)
Identifying socio-environmental factors that facilitate resilience
among Canadian palliative family caregivers: a qualitative case
study. Palliat Support Care 13(3):555–565. https://doi.org/10.
1017/S1478951513001028

15. Rini C, Redd WH, Austin J, Mosher CE, Meschian YM, Isola L,
Scigliano E, Moskowitz CH, Papadopoulos E, Labay LE, Rowley
S, Burkhalter JE, Schetter CD, Duhamel KN (2011) Effectiveness
of partner social support predicts enduring psychological distress
after hematopoietic stem cell transplantation. J Consult Clin
Psychol 79(1):64–74. https://doi.org/10.1037/a0022199

16. Heller E, Heller F (2016) Narrative medicine: a practical application
for using writing as a clinical intervention with cancer patients,
caregivers and the clinicians that care for them. Psycho-oncology
25(SP. S3):10. https://doi.org/10.1002/pon.4272

17. Bloom RD, Beck S, Chou WS, Reblin M, Ellington L (2019) In
their own words: experiences of caregivers of adults with cancer as
expressed on social media. Oncol Nurs Forum 46(5):617–630.
https://doi.org/10.1188/19.onf.617-630

18. Leung YW, Maslej MM, Ho C, Razavi S, Uy P, Hosseini MA,
Avery J, Rodin G, Peterkin A (2019) Cocreating meaning through
expressive writing and reading for cancer caregivers. J Palliat Care:
825859719871538. https://doi.org/10.1177/0825859719871538

19. Mackenzie CS, Wiprzycka UJ, Hasher L, Goldstein D (2008) Seeing
the glass half full: optimistic expressive writing improves mental
health among chronically stressed caregivers. Br J Health Psychol
13(1):73–76. https://doi.org/10.1348/1359a10707X251153

20. Freda MF, Martino ML (2015) Health and writing: meaning-
making processes in the narratives of parents of children with leu-
kemia. Qual Health Res 25(3):348–359. https://doi.org/10.1177/
1049732314551059

21. Truccolo I, Cipolat Mis C, Cervo S, Dal Maso L, Bongiovanni M,
Bearz A, Sartor I, Baldo P, Ferrarin E, Fratino L, Mascarin M,
Roncadin M, Annunziata MA, Muzzatti B, De Paoli P (2016)
Patient-centered cancer care programs in Italy: benchmarking glob-
al patient education initiatives. J Cancer Educ 31(2):405–
412. https://doi.org/10.1007/s13187-015-0805-0034

22. CharonR (2006) Narrativemedicine: honoring the stories of illness.
Narrative medicine: honoring the stories of illness. Oxford
University press, New York. https://doi.org/10.13140/RG.2.2.
33281.76646

23. Kleinman A (1988) The illness narratives: suffering, healing and
the human condition. Basic Books, New York. https://doi.org/10.
1177/136346158902600303

24. Charon R, Hermann N, Devlin MJ (2016) Close reading and crea-
tive writing in clinical education: teaching attention, representation,
and affiliation. Acad Med 91(3):345–350. https://doi.org/10.1097/
ACM.0000000000000827

25. Halliday MAK (1973) Explorations in the functions of language.
Explorations in language study. Edward Arnold, London. https://
doi.org/10.1017/S0008413100008203

26. Mishler EG (1995) Models of narrative analysis: a typology. J
Narrat Life Hist 5(2):87–123. https://doi.org/10.1075/jnlh.5.2.
01mod

27. Giarelli G, Good BJ, De Vecchio Good M-J, Martini M, Ruozzi C
(2005) Storie di cura.Medicina narrativa e medicina delle evidenze:
L’integrazione possibile. Franco Angeli, Milano

28. Frank AW (2013) The wounded storyteller: body, illness, and
ethics, 2nd edn. Chicago University Press, Chicago. https://doi.
org/10.7208/chicago/9780226067360.001.0001

29. Riessman CK (2015) Ruptures and sutures: time, audience and
identity in an illness narrative. Sociol Health Illn 37(7):1055–
1071. https://doi.org/10.1111/1467-9566.12281

30. Mar in i MG (2018) Languages of care in nar ra t ive
medicine. Sperling & Kupfer, Milano. https://doi.org/10.1007/
978-3-319-94727-3

31. O’Neil DS, Prigerson HG, Mmoledi K, Sobekwa M, Ratshikana-
Moloko M, Tsitsi JM, Cubasch H, Wong ML, Omoshoro-Jones
JAO, Sackstein PE, Blinderman CD, Jacobson JS, Joffe M, Ruff
P, Neugut AI, Blanchard CL (2018) Informal caregiver challenges
for advanced cancer patients during end-of-life care in
Johannesburg, South Africa and distinctions based on place of
death. J Pain Symptom Manag 56(1):98–106. https://doi.org/10.
1016/j.jpainsymman.2018.03.017

32. Bee PE, Barnes P, Luker KA (2009) A systematic review of infor-
mal caregivers’ needs in providing home-based end-of-life care to
people with cancer. J Clin Nurs 18(10):1379–1393. https://doi.org/
10.1111/j.1365-2702.2008.02405.x

33. Legge 22 Dicembre 2017, n. 219 Norme in materia di consenso
informato e di disposizioni anticipate di trattamento. http://www.
trovanorme.salute.gov.it/norme/dettaglioAtto?id=62663

34. Graffigna G, Barello S, Riva G, Castelnuovo G, CorboM, Coppola
L, Daverio G, Fauci A, Iannone P, Ricciardi W, Bosio AC, Group
CW (2017) Recommandation for patient engagement promotion in
care and cure for chronic conditions. Recenti Prog Med 108(11):
455–475. https://doi.org/10.1701/2812.28441

35. Spinsanti S (2011)Medical humanities: a cure for medicine. Teoria-
Rivista Di Filosofia 31(1):23–38

36. Charon R (2007) What to do with stories: the sciences of narrative
medicine. Can Fam Physician 53(8):1265–1267

37. DasGupta S (2008)Narrative humility. Lancet 371(9617):980–981.
https://doi.org/10.1016/s0140-6736(08)60440-7

Publisher’s note Springer Nature remains neutral with regard to jurisdic-
tional claims in published maps and institutional affiliations.

4388 Support Care Cancer (2021) 29:4381–4388

https://doi.org/10.1016/j.jpainsymman.2013.09.006
https://doi.org/10.1016/j.jpainsymman.2013.09.006
https://doi.org/10.1186/s12889-020-09166-7
https://doi.org/10.1080/15524256.2012.758605
https://doi.org/10.1080/15524256.2012.758605
https://doi.org/10.1080/08870446.2012.717623
https://doi.org/10.1080/08870446.2012.717623
https://doi.org/10.1017/S1478951513001028
https://doi.org/10.1017/S1478951513001028
https://doi.org/10.1037/a0022199
https://doi.org/10.1002/pon.4272
https://doi.org/10.1188/19.onf.617-630
https://doi.org/10.1177/0825859719871538
https://doi.org/10.1348/1359a10707X251153
https://doi.org/10.1177/1049732314551059
https://doi.org/10.1177/1049732314551059
https://doi.org/10.1007/s13187-015-0805-0034
https://doi.org/10.13140/RG.2.2.33281.76646
https://doi.org/10.13140/RG.2.2.33281.76646
https://doi.org/10.1177/136346158902600303
https://doi.org/10.1177/136346158902600303
https://doi.org/10.1097/ACM.0000000000000827
https://doi.org/10.1097/ACM.0000000000000827
https://doi.org/10.1017/S0008413100008203
https://doi.org/10.1017/S0008413100008203
https://doi.org/10.1075/jnlh.5.2.01mod
https://doi.org/10.1075/jnlh.5.2.01mod
https://doi.org/10.7208/chicago/9780226067360.001.0001
https://doi.org/10.7208/chicago/9780226067360.001.0001
https://doi.org/10.1111/1467-9566.12281
https://doi.org/10.1007/978-3-319-94727-3
https://doi.org/10.1007/978-3-319-94727-3
https://doi.org/10.1016/j.jpainsymman.2018.03.017
https://doi.org/10.1016/j.jpainsymman.2018.03.017
https://doi.org/10.1111/j.1365-2702.2008.02405.x
https://doi.org/10.1111/j.1365-2702.2008.02405.x
http://www.trovanorme.salute.gov.it/norme/dettaglioAtto?id=62663
http://www.trovanorme.salute.gov.it/norme/dettaglioAtto?id=62663
https://doi.org/10.1701/2812.28441
https://doi.org/10.1016/s0140-6736(08)60440-7

	The power of informal cancer caregivers’ writings: results from a thematic and narrative analysis
	Abstract
	Abstract
	Abstract
	Abstract
	Background
	Materials and methods
	Thematic analysis
	Structural analysis
	Performative analysis

	Results
	The illness from the ICs’ point of view (29)
	Biographical breakdown (26)
	The sick body’s transformation (24)
	The IC’s relationships (18)
	The IC’s role in the care journey (26)
	The IC’s confrontation with the family member’s death (14)
	The strength of memory

	Discussion
	Limitations
	Conclusions
	References


