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Abstract

Background: The transformative storytelling technique is an innovative top-down approach to narrative therapy that aims to
provide building blocks for creating flourishing narratives for target groups or populations. This approach acts as a facilitator for
implementing the human-centered design in devel oping digital self-help tools for larger samples or target groups.

Objective:  This study applied the transformative storytelling technique, as a new approach in mental health, to develop
empowering audio narratives for informal caregivers.

Methods: A narrativeinquiry was conducted with 17 informal caregivers (16 women and 1 man) who completed a semistructured
interview, “Caregiver Life Story,” acquiring information about the beginning of the role, rising action, and critical point of the
role. The participants’ ages ranged from 41 to 84 years, with all participants providing care for at least a 6-month period. This
inquiry was guided by the transformative storytelling technique, and aimed to collect data relevant to creating fictional stories
based on real-life themes.

Results: Twenty-five overall themes were distinguished across three a priori—set categories, providing narrative building blocks
for the informal caregiver life stories. The final empowering caregiver life story was created as an example for this study,
demonstrating the application of the transformative storytelling technique in an informal care context.

Conclusions: The creation of empowering stories for populations or target groups in mental health care requires a unified and
guided approach that will follow clear guidelines and storytelling principles. The transformative storytelling technique is afirst
of itskind in the mental health context, representing an initial step in enabling and supporting the creation of meaningful stories
and the devel opment of relatable, but productive, narratives. Such narratives have the potential to serve across media and digital
platforms for supporting and improving well-being, and potentially triggering self-change in the target group or population.
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Introduction

The narrative approach in therapy is a technique grounded in
feminist, anthropological, and multicultural theories, offering
a collaborative narrative journey and honoring the life
experiences of theclient [1]. Following thisapproach, anarrative
therapist assists a client to reauthor the problematic experience
into amore constructive personal story by relying on the notion
of “multiple truths’ within the story rather than the client’s
subjective stance.

The therapist works with the “problem-saturated” story the
client holds about his’her life or some aspect of life, and
collaboratively engages in the process of “unpacking” and
“reauthoring” the story. This bottom-up approach aims to
mutually arrive at the preferred narrative of the story,
deconstructing the experience to emphasize the disregarded but
helpful aspects and to reconstruct it into a more positive
self-story.

Some of the common applications of the narrative approach can
be seen in counseling for depression; recovery from abuse;
addiction; posttraumatic reactions; and in therapeutic work with
couples, adults, and children [2-4]. However, a significant
limitation of the highly personal nature of narrative therapy is
the challenge to implement it for a target group or population.
More concretely, a target group or population is here defined
asalarge group of people sharing acommon issue (eg, alcohol
abuse), difficulty, or mental health problem (eg, posttraumatic
stress disorder).

Guided by the idea of expanding narrative therapy principles
to the individuals belonging to wider groups and populations,
we developed the transformative storytelling technique (TST)
[5] as atop-down approach to traditional narrative therapy.

Unlike the bottom-up approach where the clients work on
creating a productive self-narrative following various narrative
techniques (eg, narration, journaling, mapping the influence of
the problem, outcome questions, counterviewing questions),
the top-down approach starts from aready story to be delivered
to a specific group (eg, informal caregivers).

In this manner, the ready TST narrative acts as a template and
a pathway for assisting with self-story restructure for the
individual, with no additional knowledge of narrative techniques
needed. Concretely, the TST-structured fictional stories act in
a 2D manner. The primary dimension isto assist end users (eg,
informal caregivers) to create a more productive self-story
within the context (eg, caregiving) by using the fictional TST
story asatemplate. The second dimension facilitates and enables
usersto anticipate and intercept the potential role-related issues
and prepare appropriate coping strategies.

However, outside of the mental health context, the fundamental
of storytelling isboth art and craft. While art isan instinct-driven
process, the crafting part of storytelling requires atechniquein
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the form of a guided approach that builds the story. Some
traditional storytelling techniques include Monomyth, also
known as the Hero's Journey; Rags to Riches; The Mountain,
or the Freytag pyramid; Nested Loops; Sparklines; In Medias
Res; False Start; and Converging ldeas [6]. These techniques
provide a cohesive structure for the narrative in literature and
allow a writer to set a proper stage for telling the story. For
exampl e, the Monomyth, like Joseph CampbelI’sHero Journey,
sets the storytelling in a circular plot where the protagonist
leavesthe known and sets out on ajourney [6]. Throughout this
journey, the protagonists experience difficulties, despair, and
lessons, or encounter teachersthat help them move on and return
to the starting point as a better and improved version of the self
(ie, Hero).

Conversely, the Nested Loops approach enables the core
message to be communicated through several narratives
delivered within one story. Similarly, the Mountain, which is
also known as the Freytag pyramid, alows the storytelling
formation in arising line that marks the dramatic points and
resolution of the difficulties[6]. In fact, the Freytag pyramid is
one of the oldest and most classic techniques, which is easily
utilized and simply structured, allowing even amateur writers
to set their story appropriately. Therefore, we adopted this
approach in developing our TST.

Unlikethetraditional approaches serving the literature structure,
the TST provides clear guidelines in creating and structuring
empowering digital stories. Thistechniquereliesonthe narrative
approach to therapy and storytelling principlesin the narrative,
allowing the implementation of narrative therapy principles (eg,
narration, storytelling; nonlinear, linear, or chronological
narrative formation) to larger groups or members of a target
population simultaneously through audio or video stories.

Specifically, with the TST, we aim to address the narrative
identity needs (ie, understanding the self in the story) of agroup
or target population. The TST providesclearly structured digital
narrativesthat act asacuefor triggering self-restructuring within
the narrative identity of “the self.” In such a manner, with the
TST, we strive to empower end users by giving them atool that
will facilitate the adaptation of adverse or unexpected life
circumstances (eg, caregiving) into the productive story of “the
self”

The TST facilitates the process of human-centered design in
the creation of digital therapeutic narration for larger groups
and populations, and is currently the only existing technique
that provides clear guidelines in creating digital stories for
mental health. In line with this concept, the TST differs from
thetraditional storytelling techniques mentioned above because
it focuses on structuring the experiences of target groups to
produce building blocksfor the creation of productive template
storiesthat trigger self-restructure. Moreover, unliketherea-life
accounts of individuals, the TST allowsintegration of multiple
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experienceswithin agiven context, resulting in richer and more
representative storytelling content.

In this study, we focus on informal caregivers as a target
population for developing a healing story guided by the TST.
Informal caregivers are considered a backbone of the health
care systems across Europe, and we define this population as
long-term unpaid primary care providers who assist a family
member or a close other in need (eg, spouse, parent, cousin,
in-law, close neighbor) with daily life activities over a course
of anillness or chronic condition.

Informal caregivers of older adults and individuals living with
dementia have been reported to experience depressive
symptoms, anxiety, and increased levels of stress throughout
their role when compared to noncaregivers [7]. Moreover,
numerous adverse health outcomesfor informal caregivershave
been noted acrosstheliterature [8-10]. Reflecting on the Italian
caregiving context, long-term care provision in Italy aswell as
other Mediterranean countries has been labeled as*“familialist”
or family-run [11]. This type of care regime puts the
responsibility of providing long-term care for a loved one in
need on the family members, who often reach out for additional
support mostly from migrant care workers and less frequently
from the social and health systems[11].

A closer look at the existing mental health support and
interventions for informal caregivers indicates respite care,
psychosocial interventions, and information and communication
technology support as the most common therapeutic options
used by mental health experts[12]. Although numerous studies
recognize the existing narrative-identity issues within the
caregiving role[13-16], thereisno study available that explored
the potential of applying or adapting the narrative approach to
accommodate shifts in self-identity of informal caregivers.
Informal caregiversoften place caregiving activitiesinto primary
focus within their lives, while personal life and needs become
secondary [17]. In thismanner, caregiverstakethe responsibility

Figure 1. Stepsof the transformative storytelling technique.
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of providing care for a loved one in need while negotiating
newly formed and unfamiliar roles within the relationship and
neglecting other aspects of life [17].

In fact, this all-consuming nature of caregiving inevitably
interferes with social and relational roles, resulting in identity
disruptions[18]. These disruptions mostly occur when personal
experiences do not align with the preconceived “ self,” ultimately
causing distress and loss of meaning in life [18].

Interestingly, informal caregivers report a loss of self as an
outcome of the caregiving role, and as the caregiving role
becomes more prominent, informal caregivers require
meaning-making in the context of their caregiving identity
[17,19]. In line with this situation, the ability to reconcile the
discrepancy between self-identity and caregiving identity is
detrimental in productive adoption of the caregiving role into
the narrative identity of self [20].

Accordingly, theaim of thisstudy wasto provide astep-by-step
demonstration of application of the TST for creating a
productive and empowering story in the informal care context.
Such a story can then be used as a cue for triggering
self-restructuring within the narrative identity of an informal
caregiver, and serve as a guide to facilitate familiarization and
understanding of the caregiving experience for the caregivers
early in therole.

Methods

Overview of the TST

TheTST isatop-down approach to traditional narrative therapy
that we developed to create ready stories with flourishing
narratives for larger groups or target populations. In this study,
we used the TST for the creation of audio stories, built through
a series of five consecutive steps (see Figure 1), acting as a
concrete guideline that we follow in devel oping the empowering
digital story for an informal caregiver sample.

4 N N N N ™
= R == ¥
Write a
Feed into the fictional story )
Co[lec.t the Analyze A Freytag » following ﬁ Vileakecotd
stories ) the story
pyramid completed
- AN AN J N\ __step3 S \_ J

The therapeutic aspect of the TST is based on narrative
principles in therapy and draws from the theory of narrative
identity [21], which posestheidentity of “the self” asaconstruct
based on an internalized and evolving story required for the
meaning-making about the self and others. The storytelling
aspect of the TST is based on the Freytag pyramid, which was
introduced in 1894 for devel oping engaging and dramatic story
plots in literature [22]. This pyramid is a mountain type of
storytelling technique, commonly used in narratives owing to
its simplicity, which allows use by individuals who are not
experienced writers.

https://formative.jmir.org/2022/8/e36405

By applying the TST, we (1) collected the stories of the target
population (ie, informal caregivers) through structured
interviews; (2) thematically analyzed the stories in search for
themes; (3) fed the obtained themes into the Freytag pyramid
structure, which enabled visualization of the key elements for
(4) writing the fictional story that will be (5) audio-recorded
with voice actors, and used as a blueprint of a flourishing
narrative and a cue for triggering self-restructuring within the
narrative identity of the target population. The fictional story
isfreely constructed, while strictly following the building blocks
retrieved in step 3. Therefore, the obtained story isjust asample
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of numerous potential fictiona stories that can be created
following the step-3 building blocks. This paper complieswith
Standards for Reporting Qualitative Research, asrecommended
by O'Brien and colleagues [23].

Ethical Statement

The study was approved by the Commissione EticadellaRicerca
in Psicologia (CERPS) Ethical Committee of Universita
Cattolicadel Sacro Cuore (UCSC) under protocol number 20-21,
and was conducted in compliance with the latest version of the
Declaration of Helsinki. Informed consent, provided to the
participantsin awritten version, included a page containing an
information sheet about the study and a page addressing the
General Data Protection Regulation, aswell asthe participant’s
right to withdraw from the study at any point with no penalties.
The informed consent followed the template provided by the
CERPS of UCSC and was additionally adapted to include the
specific information about the study.

Participants and Procedure

The participants were long-term primary caregivers (eg, Spouse,
daughter, daughter-in-law) of an elderly family member or close
other who reguires care due to a chronic condition, advanced
age, or age-related illness (N=17; 16 women, 1 man). They were
recruited on a voluntary basis through a nonprofit caregiver
association in Italy. The participants had to be providing primary
care at the point of recruitment for at least a 6-month period
regardless of theliving conditions (living with the care recipient
or living outside of the care recipient’'s home). Several
recruitment strategies were employed, including posting an
information sheet about the study on the information corner in
the association, telephone call sto the members of the association
who indicated they would like to take part in future studies, and
through announcements by the self-help group facilitators who
disseminated the study and referred interested caregiversto the
information corner where the information sheet was available.

Participants received a link for the online interview through
email or during their visit to the caregiving association by the
group facilitator or researcher (SB), depending on their presence
within the association. The structured interview was available
via the Type Form platform, with an average completion time
of 10 minutes. Some of the participantswho expressed the desire
to participate in the study but did not feel comfortable due to
the ongoing pandemic or were not sure of how to use the Type
Form website were assisted by the researcher in charge of data
collection (SB). Furthermore, due to COVID-19 restrictions at
thetime of data collection, most caregivers choseto be contacted
via telephone to prevent potential contagion of virus
transmission to the carerecipient. The researcher performed the
interview and filled in the data in Type Form on behalf of the
participant. The telephone interviews were audio-recorded (at
the researcher’s request and upon participants approval) and
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then transcribed into Type Form by the researcher. All
participants agreed to be recorded. The duration of the structured
interview varied (10-30 minutes) depending on the amount of
information shared by the participants, and each participant was
interviewed only once.

Interviews

A structured interview, named “Caregiver Life Story,” was
created for the purpose of this research. Following the general
form suggested by the TST, the interview questions inquired
about (1) the beginning of the caregiving role/issue/event, (2)
changes that took place, (3) the new routine/outcome, (4)
psychological and emotional challenges of the caregiving
rolef/issue/event, and a (5) a critical/climax point of the
issue/role/event.

In addition, theinterview assessed demographic (ie, age, gender)
and care recipient illness-related (ie, age and health condition
of the care recipient, relationship with the care recipient)
information.

Analysis

Thematic analysis was performed following an inductive
approach and the six-phase guidelines proposed by Braun and
Clarke [24]. The phases included (1) familiarization with the
text, (2) initial coding, (3) search for themes, (4) revision of
themes, (5) definition of themes, and (6) final output (see
Multimedia Appendix 1). Within the TST, each question acts
as an a priori category derived from the Freytag pyramid. In
essence, each category collects the data for a specific part of
the story plot (deductive) of the Freytag pyramid (see Figure
2). To ensure the extraction of relevant data, we performed the
initial coding, which was then refined with more specific and
narrowed codes that allowed for an easier search for themes
and definition of themes. The data were analyzed by two
researchersindependently. Namely, alarge amount of interview
datacontained particularly emotional responses and confessions
from the everyday life of informal caregivers that could
potentially influence the interpretation. To mitigate the potential
effectsthat highly personal and emotional recollections shared
by the participants could have on the objectivity of theanalysis,
independent analyses were performed by two researchers (MP
and ML) and the findings were then jointly compared and
discussed until potential disagreementswere resolved. Thefinal
codes and themes were established by noting and sorting the
overlapping codes from the researchers analysis. The third
researcher (GA) supervised this process of distinguishing the
themes independently and establishing the final themesjointly.
In instances where the researchers disagreed, the points of
disagreement within data were marked and blindly validated
by the third researcher (GA) without prior knowledge on the
specifics of the disagreement.
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Figure 2. Themesinserted into the Freytag pyramid serving as building blocks for a story.
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Results

Participants

The sample consisted of 16 femaleinformal caregiversand one
male informal caregiver (see Table 1). This number generally
reflectsthe unequal gender distributionininformal care, pointing
to women as the usua primary caregivers [25]. The most
common illness among care recipients was Alzheimer disease,

Table 1. Characteristics of the study population.?

often associated with other chronic conditions. Interestingly,
the gender distribution among care recipients was quite
homogenousin contrast to the caregivers being predominantly
women. Participants provided care mostly for a parent or both
parents at once, while there were also some participants
providing care for a mother-in-law.

The following results are presented in line with the steps of the
TST (see Figure 1 and Multimedia Appendix 1 for the detailed
coding procedure).

Participant ID  Gender Age (years) Gender of the carerecipient Age of the carerecipient (years) Relationship to the care recipient
P1 Female 41 Male 70 Father

P2 Female 62 Male 67 Husband

P3 Female 46 Female 82 Husband's aunt
P4 Female 55 Female 7 Mother-in-law
P5 Female 57 Female 80 Mother-in-law
P6 Female 61 Female NAP Mother

P7 Female 78 Mae 79 Husband

P38 Female 55 Male 81 Father

P9 Female 63 Mae 68 Husband

P10 Female 73 Male 78 Husband

P11 Female 47 Male and female 80 and 80 Parents

P12 Female 64 Female 85 Mother

P13 Male 84 Female NA Wife

P14 Female 65 Male and female 91 and NA Parents

P15 Female 74 Male 80 Husband

P16 Female 57 Female 84 Mother

P17 Female 59 Female 82 Mother

3 |Iness-related data are removed to respect the privacy of the participants.
BNA: not available; information not shared or recipient recently deceased.
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Step 2: Analysis of the Stories

Overview of Themes

The thematic analysis resulted in 25 overall themes. A full list
of initial coding, refined coding, and theme formation within
each category is available in Multimedia Appendix 1. The 25
final themes were sorted into a priori categories of the TST.
Each interview question collected data for a specific category:
(2) the beginning, belonging to the category of exposition/the
beginning; (2) life changes, daily life, and psychologica and
emotional challenges, belonging to the category rising action;
and (3) critical point, belonging to the category climax/critical
point.

Exposition/The Beginning Category

The themes retrieved in the first category reflect the role
onset/exposition, which include the lack of choice, sense of duty,
and financial issues. Therole onset has been marked with alack
of choicein accepting the caregiving duty either dueto theliving
condition (eg, spouse), or the lack of another caregiver available
or willing to provide care (eg, other siblings denied caregiving,
children living across the country), often imposing the
caregiving role upon the only avail able family member.

The sense of duty in providing care was the second noted theme.
The sense of duty appeared due to a personal understanding of
the relationship, family ties, marital responsibility, or being the
only child that is willing to assume care, hence feeling as the
last resort available, which is in essence closely related to the
first theme of a lack of choice. The caregivers described the
sense of duty with statements such as “I have to, she is my
mother”; “1 am the wife”; or “| am the daughter it's my duty.”

Thethird theme of thefirst category, financial issues, appeared
at the beginning of the role. In line with the theme lack of
choice, caregivers aso reported that the financial aspect has
been an important factor in their decision to become a caregiver.
There was a noted lack of financial resources for care homes
aswell asin-homeformal caregiver support, which also seemed
to further add to the prolonged care even when the caregiver
was not willing to continue the care provision.

Rising Action Category

Main Category

This category explores the rising action through reported daily
changes that occur in individuals' lives due to the caregiving
role, average daily life after the changes occurred, and finally
psychologica and emotiona challenges of therole. The category
rising action constitutes the following three subcategories.

Daily Changes Subcategory

Seven themeswere noted within the daily changes subcategory.
Caregivers reported that a change in routine took place after
the role was assumed, which forced them into giving up
numerous habits and adjust to the new way of living. The
caregivers expressed thisthrough statements such as“1 lost my
routine,” “the day was organized in the service of her,” “1 gave
up my personal time,” and “had to be more present for my
parents.”

https://formative.jmir.org/2022/8/e36405
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Thefollowing theme within the subcategory daily changes was
theloss of social life. Caregivers noted this as arelevant aspect
of the daily changes that took place through shared statements
such as “loss of friends’; “lack of social life”; “gave up my
socia life”; “al activities we had together stopped, hence our
friends drifted apart”; and “my social life doesn't exist
anymore.”

Thethird theme, the drop of personal care, was evident through
the lack of sleep or sleep disruption, limited sleeping hours,
strict waking-up hours, loss of freedom for personal time and
activitieswith family and friends, aswell aslack of timeto visit
the doctor for personal health reasons. Thistheme wasreflected
in statements such as*|1 cannot take care of my own health issue,
nor make the time to visit the doctor”; “1 have to monitor her
during the night because she already fell once’; and “ my mother
remains my priority.”

Thefourth theme of the daily changes subcategory was changes
in employment arrangements, which appearedin al caseswhere
employment existed prior to the caregiving role. Some of the
statements supporting thisthemeincluded “full-timeto part-time
work,” “1 had to quit my job,” “1 was waking up at 4:30 AM
going to work and returning home at 8:30 AM.”

The fifth theme in the subcategory daily changes was family
balance disruptions, which reflects internal family problems
that informal caregivers experienced in different contexts due
to their role. Disrupted family time or activities were reported
among spouses, parents and children, and siblings. The
disruptions involved changes in the usua weekend-routine
patterns of afamily, the amount of time spent together, vacation
routine, free time among parents and children, and freetimefor
spouses. M oreover, the family balance was al so affected among
spousal caregiversreporting that what used to be regular mutual
activities have now ended. Additionally, the family balance has
also been affected over a course of caregiving due to lack of
involvement of other family members who were considered
obliged to caretake (eg, brothers not assisting with caregiving
to sister, daughters not assisting with caregiving activities to
mother), resulting in the deterioration of the overall family
relationship.

The sixth theme, professional help, was noted when caregivers
addressed the professional help either in the form of day care
or professional/semiprofessional caregiverswho were hired for
in-home assistance. The caregivers who had the financial
resources to cover the in-home professional/semiprofessional
care expenses hired help regardless of the living arrangements
or their full-time presence in the home. Some of the statements
the caregivers made regarding professiona help included “I
paid the woman to help me;” “I had to send him to day care
against his will so that | can work,” and “I had 24-hour home
assistance.”

The seventh theme of time management within therising action
subcategory of daily changes included all the relevant issues
regarding the daily organization of time and changes that took
place within the personal schedule. For instance, caregivers
reported “all day revolved around the care recipient,” “the day
was organized in the service of the care recipient,” and “I had
to give up my personal time.”

JMIR Form Res 2022 | vol. 6 | iss. 8| €36405 | p. 6
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR FORMATIVE RESEARCH

Average Day Subcategory

The average day subcategory explores a day in the life of an
informal caregiver, including all of the relevant activities
concerning care after the initial routine has been shifted and
caregiving became apart of life. We noted six emerging themes
within this subcategory pointing to early waking hours;
assistance with hygiene, food, and medication; daycare
center/home; meal time; mutual quality time; and bed time.

Informal caregivers reported early waking hours as the
beginning of each day, followed by assistance with hygiene,
food, and medication. These two themes were reported by all
caregivers regardless of the living arrangements (eg, living
together or separately). The caregivers reported that the first
activity in the morning involved assistance with showering,
cleaning, dressing, breakfast, medications, and therapy. This
assistance was provided alone or, in afew cases, together with
the professional/semiprofessional in-home caregiver. Caregivers
also noted that the assistance with persona hygiene was the
most uncomfortable aspect of the caregiving role and the aspect
that was also seen asrepulsive in the beginning of the caregiving
role.

Thethird theme was home care/day care. Care recipients either
visited the daycare center for a couple of hours, or home care
continued with the existing daily routine such as brief walks,
grocery shopping, and reading newspapers. Caregiverswho had
the opportunity to spend sometime away from the care recipient
noted that they felt good about these hours even though they
were still occupied with the caring obligations.

The meal time theme followed the home care/day care theme.
The carerecipient would usually return from the daycare center
or the late-afternoon home care would continue with early
dinner. The mutual quality time theme was noted as a small
period existing after dinner where the care recipient and
caregiver spent quality timetogether, such aslistening to music,
talking, reading, or watching TV. These moments were also
marked with the occasional efforts of informal caregivers to
reminiscence with the care recipient about the past and good
moments lived together.

Bed time was the fina theme within the average daily life
subcategory, in which caregivers prepared the care recipient for
sleep, distributed the medication, assisted with other care needs,
and helped the care recipient go to bed. The caregivers mostly
reported going to bed sometime later, after small house chores
were complete.

Psychological and Emotional Challenges Subcategory

Psychological and emotional challenges of the role were
identified through six emerging themes, including fear,
disappointment, powerlessness, loneliness, sense of inadequacy,
and lack of personal freedom.

The theme fear was noted as an important aspect of the
subcategory emotional and psychological challenges. Fear
experienced by caregivers was related to the care recipients
health and possible deteriorations of their health. In instances
where the care recipient was ill, or the condition suddenly
worsened, the caregiversreported fearing the possible outcomes
and/or that they will not be able to appropriately assess the
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seriousness of the condition, which might have severe or lethal
conseguences on the care recipient.

Following the theme of fear, the disappointment theme emerged
in the subcategory of emotional and psychological challenges
as caregiversdescribed daily eventsthat affected them the most.
It was noted that caregivers were disappointed with the disease
progression and the outcomes, stating that related events are
particularly difficult since they are taking place right in front
of the caregivers. Some of the statements portraying these
themes include “ seeing your mother not recognizing you and
not knowing anymore,” “becoming a mother of my parents,’
and “1 have always seen my parents as pillars and instead |
discovered all their weaknesses”

The powerlessness theme appeared as an outcome of the
irreversible change in the disease progression, when, despite
the care provided, the condition was still deteriorating/not
improving. Caregivers reported “the inability to do something
against the disease/the sense of powerlessness caused by the
disease weighted the most,” “maintain a normal relationship
when you are overwhelmed by the suffering that involves seeing
the decline due to the disease,” and “| feel so angry and | feel
lonely.”

Loneliness was noted as a fourth theme of the psychological
and emotional challenges subcategory, overlapping with the
loss of social life theme noted in the subcategory of daily
changes. Lonelinesswasidentified by statementssuch as*| feel
lonely,” “I find it hard to be the only one who has to follow
him,” and “she is refusing other caregivers presence”

Sense of inadequacy was the fifth theme noted when the care
recipient condition worsened or difficult symptoms occurred.
Caregivers reported feeling as if they were not sufficiently or
adequately prepared to manage caregiving duties, or being in
need of time to adapt to new circumstances/worsening of the
condition. The examples were noted through a variety of
statements such as “the moments of aggression that he had”;
“feeling inadequately equipped to provide assistance’; “my
movement had to be exactly the same as hers and this cannot
happen overnight, you have to adapt”; “she once grabbed my
neck”; and “she was waking up at night and ran.”

Finally, lack of personal freedomwas the sixth theme caregivers
repeatedly noted in the subcategory of psychological and
emotional challenges. Thistheme wasreflected in planning out
private time, going out alone, socializing, organizing weekends
with family, or simply managing to spend time with people
other than the care recipient. Furthermore, caregivers reported
a lack of persona freedom in statements such as “lack of
freedom is what oppresses me,” “inability to spend time with
children,” and “sense of guilt for not having the time for
everyone.”

Climax/Critical Point Category

Theclimax pointinthe TST isthe peak moment where the story
begins to unravel since it reached the moment of the greatest
tension. The climax/critical point category reflects the peak
point for informal caregivers, where the provision of care has
reached its peak in terms of difficulty, burden, and negative
experiences, and hence must change or terminate. This category
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explores the themes emerging from the experiences of the most
critical momentsin the role of caregiving.

Theinitial theme recognized within the critical point category
was the fear of loss/facing the possibility of loss. Caregivers
reported that the critical points occurred when they were
confronted with the further/serious health deterioration of the
care recipient that implied the possibility of alethal outcome.
Thistheme appeared in the later phases of caregiving and could
be potentially related to the following theme of psychological
and emotional exhaustion. Concretely, when the caregiver had
the resilience and strength to carry the role-related burden, the
fear was less present/obvious. Some of the caregivers
statements shedding light on the theme of fear of loss/facing
the possibility of loss include “when he gets ill/does not feel
well |1 am scared because | believe it is serious’; “while my
father was still having a driving license, since he was a danger
to himself and others’; “when heisill | do not know what the
outcomewill be”; and “the most critical moment isthelast days
when you know that nothing else could be done” This fear
appeared to surface after the first encounter with the critical
situation where the life of a care recipient was jeopardized.

The theme psychological and emotional exhaustion was
reflected through numerous examples of negative emotions
experienced, tiredness within the role, and the concern about
the continuation of the caregiving activity. Furthermore, a few
caregivers reported that due to psychological and physical
fatigue—which could, in turn, be the consequence of
psychological exhaustion—they were concerned if caregiving
could last any longer. Caregivers expressed this through
statements such as “| have experienced all the feelings of this
world, anger, frustration, resentment, loneliness’; “1 feel alone
and criticized by my siblings while they are not truly aware of
the situation”; “yes, there are mornings when I’'m more tired
and hearing the same things over and over again isheavy”; and
“physical fatigue that prevented me from seeing the situation
clearly/the worst moment waswhen | realized | cannot bear the
caregiving for much longer.”

https://formative.jmir.org/2022/8/e36405

Petrovic et d

The final theme noted within the category of climax/critical
pointswas facing the fact that care cannot be provided anymore.
It seemsthat such confrontation with the reality of the situation
comes after first experiencing physical, psychological, and
emotional exhaustion. Such a conclusion could also be related
to the previous argument about the themes of fear,
disappointment, and powerlessness, argued as early indicators
that imply the caregiver is reaching a critical point within the
role.

Step 3: Arranging ThemesInto the Freytag Pyramid

The obtained themes were used as building blocks for
development of a fictional story guided by the red-life
experiences common to the target population (ie, informal
caregivers). The red-life experiences are reflected in the
obtained themes, whilethe TST is used for incorporating these
real-life experiencesinto aflourishing narrative. Following the
third step of the TST, the obtained building blocks/themeswere
fed into the Freytag pyramid (Figure 2) and used for the creation
of numerous stories and different narratives for informal
caregivers.

Step 4: Creation of the Final Story

The fourth step of the TST consists of writing afictional story
using the obtained figure from step 3 (see Figure 2). The created
fictional story providesthe viewer/listener an identification with
the protagonist who experiences similar challenges throughout
the role (ie, identification is supported by the building
blocks/themes) but also an emotional distancethat allowstaking
an objective stance toward the caregiving experience through
a third-person perspective (ie, the narrator telling the story to
the caregiver, or the protagonist). A sample of afictional story
created as step 4 of the TST is included in Textbox 1 (see
Multimedia Appendix 2 for the full story).

Once the final step of the TST is completed and the written
story is audio-recorded using a voice actor, the audio will be
available on the Voice Me Out platform we designed for the
informal caregivers (the platformisnot yet publicly available).
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Textbox 1. Final fictional caregiver stories created. Words in italics are the retrieved themes incorporated into the fictional story.

o Excerpt from the category “ The beginning”

| think | can describeit simply; | did not have a choice, but to take her with me that night. “ It ismy duty” —I said to myself—because sheis my family.
Besides, | cannot afford anyone to take care of her. As the days were going by, | had to change so many things in my life, one after another. | had
never expected al of it to happen that way. | had to reorganize the space in my house and empty aroom for her.

o  Excerpt from the category “Rising action”

My entire morning routine had to adapt to her from day one. | had to change my working hours and shift to part-time work because | couldn’t get to
work by 9 any longer and stay there until 5. It is difficult sometimes to follow my own schedule.

My spouse often complains, and | do understand him, but | don’'t see what else | can do. | can’t put her into a nursing home. My children didn’t seem
bothered at the beginning. In fact, they were excited to have Grandma home, but there comes a time when they try to make plans for us to go to the
park on the weekend, as we used to, but | can’t promise anything because | do not know if she will be in her good mood that weekend and able to
|eave the house. My family balance is completely disturbed.

«  Excerpt from the category “Climax/critical point”

Fear, thisis how | can describe such moments. | did not know what to do. | was scared for her, for my children. It was fear that didn’t let me think
for amoment. | felt powerless because she wasn't getting any better; she was either the same or getting worse. | couldn’t make her get better and |
think | was making her worse by not knowing what to do exactly. | was completely alone. No one could truly understand what | was going through.
| didn’t know what to do and | had no one to call. Everyone | knew had already advised me many times to consider a nursing home. | couldn’t just

| took the phone and called an ambulance.

take a break to have a moment for myself to think. It had been like that for months. | had lost my personal freedom. | felt trapped.

Discussion

Principal Findings

Thisstudy implemented the TST [5] for devel oping empowering
narratives in an informal care context. We demonstrated how
to use the TST to obtain and categorize building blocks of a
universal informal caregiver life story to develop an empowering
fictional story. The final 25 themes have been distinguished
across three a priori categories (ie, the beginning/exposition,
rising action, critical point), covering a wide range of
experiential, practical, and emotional changes, aong with
experiences throughout the role.

Numerous obtained themes (eg, within the beginning, and
psychological and emotional challenges
categories/subcategories) arein linewith the past literature and
reflect the important aspects of the informal care experience.
Although some of the themes such as those within the
subcategory of daily life constitute a major part of informal
caregiver life and activities, they have been rather neglected in
the literature to date (see Figure 2). It can be suggested that
some of these themes aso have an important role in the
caregiver burden.

Interestingly, following the TST, we obtained qualitative data
that have aready been reported in the literature, but never
gathered in one study. Namely, the TST enabled an
all-encompassing approach to collecting, structuring, and
grouping these findings chronologically. In other words, the
TST enabled and facilitated gaining a magnified overview of
the detailed caregiving experience.

Findings in the beginning/exposition category, which reflects
on the early experiencesin therole, indicate that informal care
is often taken because of personal beliefs about family duties
and obligations. This theme is also in line with prior research
noting that informal caregivers consistently report this sense of
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duty across different cultures [26-28]. Additionally, when
severa children were available to provide care for a parent,
other siblings commonly expected the femal e child or the oldest
child to assume the caregiving role.

Therefore, the sense of duty is arguably not equally present in
all potential caregivers, but rather formed by certain expectations
for the specific family member to assume care (eg, the female
sibling or the oldest sibling). It could be suggested that the sense
of duty or the internal perception of duty is one of the
distinctions between those that will assume care in the future
and those that will refuse it. However, no current data are
available comparing the sense of duty among siblings when
morethan one child isavailableto assumetherole. Furthermore,
it can be added that the existing perception of the feminine
nurturing role additionally disadvantages femae family
members when the caregiving arrangements are being
determined [29].

Thefinancial aspect/lack of resourcesfor formal or institutional
care appeared as an important theme in the role assumption.
Informal caregivers that had resources to support formal care
or financially cover the placement into the nursing home/daycare
center reported such actions early in the role. Moreover,
caregivers who were able to afford assistance of any kind
reported fewer caregiving tasks, ultimately allowing more
personal freedom and time for other activities.

In line with this argument, findings from a recent study across
12 European countries assessing existing care policiesand health
of informal caregivers point to asignificantly lower health status
of informal caregivers who provide home-based care [30].
Similarly, our results indicate that in instances where informal
caregivers were not able to afford any type of help, the
emotional experiencesin the subcategory of psychological and
emotional challenge within the rising action category were
described to a greater extent, with vivid examples and
recollections of numerous difficult situations. Another
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interesting finding is that caregivers who provide only home
care reported more severe emotional responses toward the care
recipient and frustration toward the caring situation, which was
reflected in the rising action category exploring the
psychologica and emotional challenges concretely. Thisinsight
can also be related to the past literature pointing to
psychologically and physically abusive behaviors occurring in
the informal caregiving context [31-33], suggesting that the
type of care (in-home only vs shared care with respite/or aday
center) could be related to more severe reactions.

Informal caregivers noted the loss of social life and personal
time early in the role, describing these experiences as part of
the changes that took place due to the role. A similar theme
reemerged as loneliness in the category of psychological and
emotional challenges, described mostly as “lack of friends,”
“lack of support group,” and “lack of people that can serve as
a reference point or companion during the difficulties.”
Interestingly, these findings are consistent with a previous study
noting the presence of similar experiences of social isolation
and lack of support [34].

The relevance of the theme drop of personal care can also be
aligned with the existing literature pointing to the gradual
decrease in the physical health of informal caregivers who
provide care for a longer period [35]. Arguably, the drop of
personal care can be attributed to the maladaptation to two other
themes, loss of social life and changesin the routine, ultimately
OCCcUrring as an unconscious processin the caregiver. Moreover,
adrop in personal care may act as a potential mediating factor
in the decrease of physical health noted in the literature. The
past literature exploring personal self-careininformal caregivers
underlines the strong association between self-care and
emotional well-being, pain, perceived stress, and general health
[36].

Changes in employment arrangements is another themein line
with numerous studies, pointing either to the lack of socia
policy that will provide flexible working hours for informal
caregivers or inadequate long-term financial support for the
hours missed from work (see [30,37,39]).

Caregiver fear, discovered as another theme, has also been noted
in the literature in the context of specific illnesses such as
pulmonary fibrosis, amyotrophic lateral sclerosis, and heart
failure (see [39-41]), where caregivers did not know how to
manage specific illness-related aspects of care. However, the
role of an overall fear in informal caregivers about assuming
and providing caregiving has been rather neglected.

Another interesting theme discovered in this study is the sense
of powerlessness. This theme emerged right before the
critical/climax point category. In fact, the themes of fear,
disappointment, and powerlessness toward irreversible change
could be argued as early indicatorsthat the caregiver isreaching
a critical point in adverse experiences within the role, where
the care provision either needs to be terminated, restructured,
or shared to avoid critical situations.

Sense of loneliness and socia abandonment/isol ation are present
from the early stages of taking up the role and seemed to be
most strongly expressed in the emotional and psychological
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challenges subcategory. These themes are also consistent with
the literature, pointing to the reported sense of isolation and
abandonment in caregivers (see [42-44]).

The aforementioned themes within the psychological and
emotional challenges subcategory could be argued as a set of
early indicators leading to the confrontation with the fact that
care can no longer be provided, as a part of the critical point
category. Following such a perspective, if the early indicators
are not appropriately addressed, the critical point followsor can
be avoided by perpetual therapeutic work on fear,
disappointment, and powerlessness within the role.

Following the categorization of the building blocks (Figure 2)
and the creation of the empowering informal caregiver fictional
story, these findings demonstrate how the TST can act on two
levels. First, the categorization of building blockswith the TST
can serve as an informative pathway for further research and
interventions. Concretely, building blocks provide a path of the
informal caregiver life experience from the beginning of the
role until the critical point, and as such, proper steps can be
developed to prevent, intercept, or manage problematic
experiencesin practice.

Second, the value of the created story and the potential effects
of this story on informal caregiver well-being need to be
assessed inapilot trial, ensuring that informal caregivers benefit
from such stories. The stories serve as asample of aproductive
caregiving narrative to be used asatemplate in self-restructuring
of the persona caregiving life stories. If TST stories show
positive outcomes for informal caregivers in the currently
ongoing pilot testing, we can further explore the devel opment
of flourishing gender-adapted narratives through digital health
tools. This approach would further facilitate human-centered
design in eHealth tools for informal caregivers, and provide a
new method of exploring adverse experiences while offering a
path for creating flourishing and empowering digital narratives.

Limitations

Unlike the traditional storytelling approaches, the TST alows
for the collection of universal building blocks for target groups
or populations rather than individuas. In this sense, the
technique enables in-depth  exploration of the
dominant/repetitive themes in the concrete categories of
experience, acting as building blocks of anindividua narrative
within the target popul ation.

Such collection and representation of the building blocks provide
(1) an informative template for research and practice, (2) a
pathway in the design and development of tools and
interventions, (3) an overview of the narrative of the experience,
(4) ablueprint for self-restructuring within the persona story
of “the self,” and (5) atop-down approach to narrative therapy
(ie, providing ready empowering narratives linked to personal
experience).

Several limitations of this study must be considered. Further
work on gathering and comparing themes in informal care
following the TST is required to verify the universality of the
retrieved themes in acting as building blocks for informal care
narratives. Therefore, although our focus was on distinguishing
universal caregiving experiences through the TST, we cannot
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assume the generalizability of our findings until the ongoing
pilot trial data are retrieved and until the retrieved themes are
reproduced by using the TST in further studies. The majority
of our sample was predominantly female informal caregivers,
leading to possible perspective bias. The male experiences need
to be collected and compared against the obtained themes to
ensure the generalization of themes as building blocks for
informal care narratives. In this sense, minimizing biasin future
studies would strengthen the scientific rigor for obtaining
universal themes of the informal care experience. Another
consideration regarding the scientific rigor that must be
acknowledged isthat all the participants had aready taken part
in self-help group meetings of the association, which might
have prepared them and facilitated their capacity for
self-reflection but likely also contributed to preconception of
theemotiona difficulties. In this sense, some experiences shared
with our researcher (SB) might have already been predefined
and conceived in self-help groups rather than reflected on for
the purpose of our interview. This might ultimately affect the
validity of thereported experiences, sincethey might have been
reassessed and adapted in aself-hel p meeting to better resonate
with the support group membersrather than resonating with the
general informal care experience.

Moreover, it must be noted that this study did not define an
upper age limit for informal caregivers, allowing even elderly
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caregivers to take part in the study. The age difference among
informal caregivers raises a question about the universality of
the experiences across generations.

Finaly, our sample consisted of informal caregivers who
provided care for family members with concrete illnesses such
asAlzheimer disease, Parkinson disease, or dementia. Therefore,
the obtai ned experiencesin this study could be potentially biased
or formed by the specific illness presented in the care recipient.
A larger sample of informal caregiversincluding other chronic
conditions would be desirable in better exploring and creating
universal themes of the informal caregiving experience.

Conclusions

Therapid expansion of storytelling applicationsin mental health
cals for structured and tested techniques that will provide
consistent narrative structures with clearly defined purpose and
goals. The TST isthe result of our effort to create a technique
for developing structured, meaningful, and empowering
narratives for larger groups or populations that can be easily
adapted and applied to a digital format. The translation of
personal narratives into empowering digital stories is one of
our next goals in implementing the human-centered design in
digital health development for informal caregivers, where the
value of every individual is recognized in the overall process
of the group experience.
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