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Abstract
Objectives. To analyze the effects of Dignity Therapy (DT) on the physical, existential, and
psychosocial symptoms of individuals with amyotrophic lateral sclerosis (ALS).
Methods. This is a mixed-methods case study research that used the concurrent triangula-
tion strategy to analyze the effects of DT on 3 individuals with ALS. Data collection included
3 instances of administering validated scales to assess multiple physical symptoms, anxiety,
depression, spiritual well-being, and the Patient Dignity Inventory (PDI), followed by the
implementation of DT and a semi-structured interview.
Results. Thescale results indicate thatDT led to an improvement in the assessment of physical,
social, emotional, spiritual, and existential symptoms according to the score results. It is worth
noting that the patient with a recent diagnosis showed higher scores for anxiety and depression
after DT. Regarding the PDI, the scores indicate improvements in the sense of dignity in all 3
cases, which aligns with the positive verbal reports after the implementation of DT.
Significance of results. This study allowed us to analyze the effects of DT on the physical, exis-
tential, and psychosocial symptoms of individuals with ALS, suggesting the potential benefits
of this approach for this group of patients. Participants reported positive effects regarding pain
and fatigue, could reflect on their life trajectories, and regained their value and meaning.

Introduction

Suffering is inherent to the human experience, but it is often more prevalent among individu-
als with chronic degenerative diseases who undergo pain, distress, and processes of finitude.
Nursing care can assist in alleviating suffering, particularly in the final stages of life. Cicely
Saunders advocated that suffering becomes unbearable onlywhen no one cares (Saunders 1991).

When it comes to individuals with motor neuron diseases, existential suffering is pro-
found, and studies indicate that this suffering can be greater than that experienced by cancer
patients (Aoun et al. 2015). The suffering observed in individuals with degenerative diseases
like amyotrophic lateral sclerosis (ALS) can be attributed to the negative emotional burden
linked to hopelessness and a sense of helplessness, frequently encountered during the rapid and
continuous progression of the disease, accompanied by an ongoing loss of mobility.

ALS, a degenerative motor neuron disease, advances progressively, widely, and irreversibly
without a known cause. Its primary characteristic is muscular atrophy, which leads to complete
functional dependence and significant physical, emotional, and social changes. While ALS is
quite rare, the patients who develop it have a life expectancy of 3–5 years, often associated with
significant existential suffering (Amato and Russell 2016; Quinn and Elman 2020).

The perception of being mentally aware but trapped within one’s body brings about a suc-
cession of losses, both for the individual facing illness and their family (Leite Neto et al. 2021).
The rapid degradation of functionality affects self-esteem, hope, and the perception of dignity,
intensifying existential suffering (Amato and Russell 2016; Aoun et al. 2015).

In this context, preserving dignity through measures that prioritize autonomy, reinforce
self-care, and value human beings represents more than a resource for the quality of life for
individuals in palliative care; it can be seen as an essential human necessity (Chochinov 2012).

TheDignityModel, proposed byDrHarveyMaxChochinov initially for terminally ill cancer
patients, considers 3major dimensions that influence the perception of dignity: concerns related
to the illness, a repertoire of dignity-conserving responses, and social dignity (Chochinov
2002, 2012). This model aims to promote reflections on critical issues for individuals facing
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life-threatening or limiting conditions due to an incurable and pro-
gressive illness, encompassing feelings experienced in the process
of finitude (Chochinov 2002).

Based on this Dignity Model, Chochinov introduced Dignity
Therapy (DT), a brief and individualized form of psychotherapy
designed to facilitate moments of reflection and alleviate existen-
tial suffering. It has been applied to individuals in palliative care,
particularly in the field of oncology (Chochinov 2002; Chochinov
et al. 2011).

In addition to alleviating suffering, theDTallows the people fac-
ing death to create a legacy document. This document results from
a recorded interview guided by a therapist. It is a moment when
a person is invited to recount aspects of their life to be remem-
bered by family and friends. Discovering purpose and meaning in
your life and expressing final words or advice to loved ones is possi-
ble. After the recording, the therapist presents the patient with the
opportunity to edit the interview transcript and prepare the legacy
document together. Thus, the therapy is completed when this doc-
ument is produced, and it can be shared with loved ones, whether
family and/or friends (Chochinov 2012).

Given the limited number of studies on the application of DT
in individuals with neurological diseases, especially ALS, there is
a recognized need to test its effects in this patient group. Studies
have been developed with family caregivers of people with ALS,
and the results of this intervention are that the end-of-life experi-
ence has improved and helps family members during bereavement
(Bentley et al. 2014). Other studies with these patients have rec-
ommended that DT be undertaken earlier in the disease trajectory,
which points to the value of narrative and generativity for patients
with motor neuron disease (Aoun et al. 2015).

Thus, this study aimed to analyze the impact of DT on the
physical, existential, and psychosocial symptoms of individuals
with ALS.

Method

A mixed-methods case study was conducted using the concurrent
triangulation strategy (Creswell and Creswell 2023), applied to 3
patients with ALS. This type of study is widely used in social sci-
ences, particularly psychology (Schuelke and Rubenstein 2020).
Concurrent triangulation involves the simultaneous collection of
qualitative and quantitative data directed toward the same concept
and encompasses the simultaneous execution of both approaches
(Creswell and Creswell 2023). In this study, the idea of interest was
the physical, existential, and psychosocial suffering of individuals
with ALS.

The potential participants for this study were recruited from
the neuromuscular outpatient clinic of a private university in
Northeast Brazil, recognized for its expertise in providing care to
individuals with ALS. The inclusion criteria included patients with
a confirmed diagnosis of ALS and 18 years and older. Patients
without a confirmed diagnosis or those with limitations in oral
communication were excluded.

The initial selection involved 10 individuals diagnosed with
ALS, aged 18 years and older, with 7 males and 3 females. Out
of these, 7 were excluded: 1 person did not have a confirmed ALS
diagnosis, 1 passed away before data collection began, 1 had speech
deficits (unintelligible language), and 4 declined to participate in
the study. As a result, 3 patients agreed to participate and were
included in the study.

The data were collected through interviews and the administra-
tion of research instruments in person at the patients’ residences

or through remote means facilitated by technology. The entire
process of administering the scales took approximately 30 min.
Data collection occurred between October 2021 and April 2022.
The Research Ethics Committee approved the study under proto-
col number 4.952.826. To maintain anonymity and confidentiality,
pseudonyms (Geranium, Lily, and Sunflower) were used when
describing the cases, symbolizing the personalities of each par-
ticipant chosen by themselves. The study design is depicted in
Fig. 1.

Qualitative and quantitative data were collected simultane-
ously and independently. An instrument with sociodemographic
data, including age, gender, marital status, religion, education,
employment status, and time since disease diagnosis, was used
for participant identification. Quantitative data collection was
conducted through video calls, with the administration of the
4 scales (Patient Dignity Inventory [PDI], Hospital Anxiety and
Depression Scale [HADS], Functional Assessment of Chronic
Illness Therapy – Spiritual Well-Being [FACIT-Sp], and Edmonton
Symptom Assessment Scale [ESAS]), 2 days after they consented
to participate in the research, using platforms like Google Meet® or
WhatsApp®. The researcher would read and explain the structure
and possible answers to the participants according to each scale.
So, he answered the inquiries during the application of each scale.

The following scales were used at 3 distinct time points: PDI
(Chochinov et al. 2008), which is a product of the Dignity Model
and aims to assess the sense of dignity across multiple dimensions
using 25 indicators. Scores can range from 0 to 5, with higher val-
ues suggesting issues related to the importance of dignity in that
dimension. The HADS (Zigmond and Snaith 1983) is composed
of 14 items divided into anxiety and depression scales, with its
score distributed across possible cases (above 8 points), probable
cases (above 11 points), and severe disorders (above 15 points).
The FACIT-Sp (Peterman et al. 2002) comprises 12 items, sub-
divided into Meaning/Peace (items 1–8) and faith (items 9–12),
and its responses are expressed on a 5-point Likert scale, with 0
corresponding to “none” and 4 corresponding to “very much” spir-
itual well-being sensation. Finally, the ESAS (Paiva et al. 2015)
assesses symptoms such as fatigue, pain, nausea, anxiety, depres-
sion, appetite, well-being, sleep, and dyspnea, with scores related
to the intensity of symptoms ranging from 0 to 10 points, where
higher values correspond to worsening occurrences (Fig. 1).

At “baseline” or baseline, the scales (quantitative data) were
administered, as well as at “time point 1,” 7 days after the DT ses-
sion, and at “time point 2,” 28 days after the therapy. Between the
baseline and “time point 1,” the intervention sessions (DT) took
place. The number of sessions varied from 1 to 2 due to patient
fatigue, each lasting between 60 and 180 min. A digital recorder
captured the narrative, and a legacy document was produced based
on the recording.This document was shared with each patient after
being read, approved, and edited after all data collection processes.
Two of the authors participated in a DT Training Workshop with
Dr Chochinov.

After the intervention and before the seventh day post-
intervention, a session with the participant was arranged to con-
duct the interview (qualitative data). A semi-structured script
was used to comprehend the effects of DT concerning physical,
psychosocial, and existential suffering. During the interview, the
researcher asked 3 questions: (a) Tell me what it was like for you
to undergo DT. (b) After completing DT, how have you been feel-
ing? (c) Regarding your physical, emotional, and spiritual symp-
toms, can you understand whether, after speaking during DT and
generating the legacy document, they have improved or not?
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Object Study 
Physical, existential, and psychosocial suffering 

Select Cases 
Patients diagnosed with ALS in Palliative Care

Data Collection Protocol 
Interview and Application of Scales 

Theoretical Propositions 

Data Preparation, Collection, and Analysis 

1st Case Study 2nd Case Study 3rd Case Study 

Quantitative Data Collection 

Qualitative Data Collection 

Quantitative Data Collection 

Quantitative Data Collection 

Baseline: Scale Application (PDI, HADS, ESAS, and FACIT‐sp 12) 

Apply intervention: Dignity Therapy

Time Point 1: Scale Application (PDI, HADS, ESAS, and FACIT‐sp 12) 

Time Point 2: Scale Application (PDI, HADS, ESAS, and FACIT‐sp 12) 

Conduct Semi‐Structured Interview

Figure 1. Representative diagram of the study design.

The interviews were transcribed and facilitated by an online
simultaneous transcription program. Subsequently, they were
edited and presented in a recorded virtual session with each par-
ticipant via the “Google Meet®” platform. During this session,
feedback was provided, and some ideas were altered and reorga-
nized per the participant’s requests. Ultimately, this process led to
the creation of the legacy document handed over to the participant.

All meetings were prescheduled and took place in a private,
calm, and comfortable setting (usually at the participants’ homes),
both in person and/or remotely, based on the participant’s pref-
erence. Virtual communication platforms and applications such
as “Google Meet®,” “Zoom®,” and “WhatsApp®” were used. These
measures were adopted to uphold patient confidentiality, dignity,
and comfort, as all participants had impaired physical mobility
(bedridden or dependent on orthotics).

The qualitative data obtained through semi-structured inter-
views were analyzed by comparing them with the quantitative data
(Busetto et al. 2020) obtained from the administration of the scales
and their corresponding scores. These scores were analyzed using
descriptive statistics.

Results

Qualitative analysis

The case studies are presented based on the 3 dimensions of
the Dignity Model: illness-related concerns, dignity-conserving
responses, and social dignity (Chochinov 2002).

Case 1 – Mr. Geranium

Concerns related to the illness
Male, 53 years old, born in a Northeastern Brazilian capital, wid-
ower, Catholic, residing with his only teenage son. He is an elec-
tronics technician, and at the time of data collection, he was

retired due to the disease and functional limitations. He main-
tained good cognitive acuity and reported that the first symptoms
of ALS appeared in 2017, with a confirmed diagnosis in 2018. His
mobility was significantly impaired, rendering him bedridden and
with unintelligible speech. Few indicators of physical sufferingwere
observed during scales and DT administration.

When questioned about stressful physical symptoms like pain,
shortness of breath, fatigue, or nausea, hementioned only pain and
fatigue, which slightly improved after DT. Regarding his appear-
ance to others, he stated that it was a “minor issue” in his life.
Concerning psychological suffering, he indicated a history of seek-
ing treatment for depression, attributing his sadness not to the
disease itself but to the mourning process following the loss of
his wife. He reported an improvement in sadness after undergo-
ing DT and demonstrated a clear understanding of the disease and
its treatment.

Dignity-conserving perspectives
Hedemonstrates a pursuit of spiritual comfort, as his faith inGod is
evident duringDTanddescribed in the legacy document, showcas-
ing his involvement and devotion to the Catholic religion. Despite
his physical limitations and dependence on family, friends, and
caregivers for daily activities, he does not see himself as a burden
to others. He maintains a positive attitude toward his life, attempt-
ing tomaintain normalcy and highlighting his victories and joyous
moments. He characterizes his challenges as insignificant com-
pared to everything he has experienced until that point in his life.
He mentions not being afraid of death but does feel an existential
emptiness after losing his wife and worries about his son’s future.

Social dignity inventory
He exhibited emotional and hopeful tendencies during DT, par-
ticularly when addressing aspects of his childhood and adoles-
cence marked by numerous sacrifices and efforts. Nonetheless,
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he acknowledges succeeding in his profession, enjoying autonomy
and control over his life, displaying solid relationshipswith his fam-
ily, and benefiting from social and familial support. He emphasized
the joy and satisfaction of building and providing for his family.
Simultaneously, he recounted the suffering caused by the loss of
his mother and wife, along with the diagnosis of ALS. He expressed
concerns about the disease’s implications for his life, especially con-
cerning his son.While he acknowledged the loss ofmany functions
due to ALS, he did not demonstrate sadness about it. He focused
on cherishing moments with his son and witnessing his develop-
ment into a “good person.”This notion becamehis reason for living.
While creating the legacy document, he displayed concern for
preserving details, ensuring that nothing was lost, and safeguard-
ing his story for future generations. Spiritual comfort prominently
featured in his life, providing him with calmness and hope.

Case 2 – Mr. Lily

Concerns related to the illness
Male, 52 years old, born in the Northeastern Brazilian capital. He
spent a significant portion of his life in the Southeastern region
of Brazil. He is a Jehovah’s Witness, married, and residing with
his wife, 2 adult daughters, and 1 grandson. He worked as a sys-
tems analysis technician and is retired due to the disease, which
has imposed functional limitations. He possesses good cognitive
understanding and identified the first symptoms of ALS in 2017,
although the diagnosis was only confirmed in 2021.He experiences
severely compromised physical mobility and has difficulty walking
butmaintains intelligible speech and somemovements in his upper
limbs.

During the administration of scales and the intervention, indi-
cators of physical suffering were evident in his discourse. When
asked about stressful physical symptoms, he mentioned experienc-
ing pain and fatigue, which had slightly improved after DT. He
expressed that his appearance to others is not a concern in his life
and did not express significant psychological suffering. He demon-
strated a clear and conscious understanding of his disease and its
treatment.

Dignity-conserving perspectives
He appears to be observant, committed, and helpful during the
application of DT, recounting his life journey marked by struggles,
love, and faith. For him, family always comes first, emphasizing
unity, respect, and affection for all. Despite his physical limitations
and dependence on family members for daily activities, he does
not perceive himself as a burden to others. He reflects positively
on his life, striving to maintain normalcy and emphasizing victo-
ries and joyous moments. He demonstrates concern for building a
promising future for his wife and daughters, recounting his efforts
to achieve this goal. He mentions not being afraid of death and
cherishes the small moments he has experienced.

Social dignity inventory
He seems hopeful and spiritual, emphasizing faith as an essential
part of his life. He acknowledges success in his profession and in
establishing and maintaining his family, and he displays a positive
relationship with his loved ones, indicating social solid and familial
support. DT enabled him to reflect on living with limitations and
overcoming obstacles day by day, mainly because family and faith
are his reasons for living. He acknowledges the loss of many func-
tions due to ALS, yet he does not express sadness regarding this
matter. The disease is not prominent in his life, and he is referred

to as a “supporting character.” He is concerned about preserving his
story as a legacy document for future generations of his family.

Case 3 – Mrs. Sunflower

Concerns related to the illness
Female, 49 years old, evangelical, born in a Northeastern Brazilian
capital, married but in the process of divorce. She is a mother of
2 children, one adult and another teenager, who lives with her.
Her older son assists her by taking her to appointments and other
places, while the younger one provides company and helps with
household tasks. She is a professional seamstress, retired due to a
disease that has caused functional limitations. Her cognitive acu-
ity is preserved, and she mentioned identifying the first symptoms
of ALS in 2012, though the diagnosis was only confirmed in 2022.
Her physical mobility is considerably compromised, with difficulty
walking, but she maintains motor control in her upper limbs and
has intelligible, slightly nasal speech.

During the administration of scales and the intervention, she
exhibited signs of physical suffering. When asked about stress-
ful physical symptoms, she mentioned experiencing pain, fatigue,
and nausea, noting slight improvement after DT. Concerning her
appearance to others, she responded that it was not a significant
problem in her life. She appeared to be a person who values her
appearance, emphasizing the desire to be well-taken care of even
though she will become entirely dependent on others for daily
activities.

Psychological suffering was identified when she mentioned loss
of autonomy and identity. This suffering was slightly reduced after
undergoing DT. She appears to have a conscious understanding of
her disease and treatment but is still adapting to the new reality.

Dignity-conserving perspectives
She appears to be highly emotional, affectionate, and nostalgic.
During DT, while narrating her life journey, she portrays herself as
a joyful person surrounded by companionship and love, highlight-
ing her fulfillment as a mother. She conveys an image of a woman
who is both vain and strong yet gentle, showing concern for and
taking care of everyone around her. She feels like a burden to others
and appears saddenedwhen discussing the small desires shewishes
to fulfill but is limited by her dependence on family members, such
as going to the beach. Despite this, she tries to maintain normalcy,
emphasizing her family as the reason for living. She shows concern
about her children’s future, particularly her younger son, and has
doubts about the best person to assume guardianship in case she
dies. Shementions not fearing death, describing in detail herwishes
for when that moment comes. Despite regretting certain aspects of
her journey as a mother and wife, she still values the moments she
has experienced.

Social dignity inventory
She demonstrates perseverance, hopefulness, courage, and
self-assuredness, defining with precision all her desires and
expectations for the future. Despite her life challenges, she finds
reasons to continue living with her family and faith. The memories
shared during therapy made her laugh and become emotional,
imprinting her essence in the legacy document. She mentions
the loss of many functions and expresses some sadness about it,
particularly regarding her autonomy. A slight improvement was
observed after DT. She is concerned about preserving her story
as a legacy document so that her family knows how she feels and
how she would like to be treated and remembered in the future.
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Table 1. Description of scale application, DT, and interviews

Cases 1 – Mr. Geranium 2 – Mr. Lily 3 – Mrs. Sunflower

Baseline The administration of the 4 scales took an average of 30 min, and the participants did not show any difficulties in understanding
the questions addressed in the scales.

Application
of DT

Conducted in a single in-person session
lasting approximately 180 min.

Conducted virtually (via Google Meet®),
chosen by the participant, in 2 sessions
due to exhaustion from speaking, with
each session lasting approximately
120 min.

Conducted in person, in 2 sessions, due to
the participant’s exhaustion and emotions,
with each session lasting approximately
120 min. The chosen location was her
home, considering the participant’s difficulty
in mobility and prioritizing her privacy.

Interview When asked about how it was to undergo the therapy and how they felt, they responded:

The therapy was good because I regained
points I no longer remember or remembered
very little [..] I realized that I achieved many
things. When we bring these things out, it
lifts our spirits psychologically. I felt very well!
[..] After I did the Dignity Therapy, I am more
balanced spiritually and emotionally [..].

Dignity Therapy was valuable because it
made me recall unique moments that stay
in our secondary memory [..] It’s a therapy
that’s truly worth doing [..] it brings a
certain dignity, a life improvement, and
we manage to have a bit more joy! [..]
Regarding my physical symptoms, it does
provide some relief, but I can’t say it was
one hundred percent because I also use
medications to help me [..].

Dignity Therapy for me was both scary and
gratifying [..] I feel thankful and relieved to
be able to say things that I wouldn’t find the
strength to say to my family [..] I think I got
very emotional!

Time point 1 It also took place virtually, 7 days after the application of DT. The entire process lasted about 30 min, and it was a calm and
seemingly enjoyable moment for the participant.

Time point 2 The third administration of the scales, in all 3 cases, took place in the same manner as described in time point 1.

DT = Dignity Therapy.

Quantitative analysis

The quantitative data are described for the 3 assessment time
points.

Table 2 presents the results of the scores from the 4 scales (PDI,
HADS, FACIT-Sp, and ESAS) in a comparative manner. It is based
on the participants’ responses (Table 1) regarding their percep-
tion of the empirical indicators of each respective scale, indicating
whether there was an improvement in their well-being according
to the timing of scale application before and after the completion
of DT.

Discussion

This study described the application of DT to 3 patients diagnosed
with ALS, facing physical, existential, and psychosocial issues.
When invited to participate in the research, they appreciated the
opportunity to speak with the researcher about their concerns. The
results suggest that the reflections facilitated byDT can alleviate the
suffering of these patients by emphasizing the value of themoments
they have experienced throughout their lives.

A systematic review (Xiao et al. 2019) of DT indicates that
this intervention is a promising approach to enhancing psychoso-
cial well-being among patients in palliative care facing oncological
diseases. Similarly, another study conducted with palliative care
patients in Canada, Australia, and the United States used a scale to
assess the impact of dignity after implementing the intervention,
yielding positive results (Scarton et al. 2018).

DT is a relatively recent therapeutic intervention, and its stud-
ies have predominantly been conducted in Western countries.
However, research conducted in a healthcare service in Southern
Taiwan indicated that DT could enhance the sense of dignity and
reduce feelings of sadness and even depression in patients with
terminal oncological diagnoses. This study suggests the need for
further research in other countries, considering cultural variations

and other diseases such as ALS, stroke, or renal insufficiency
(Li et al. 2020).

The results of the current study conducted in Brazil suggest an
improvement in signs of sadness, anxiety, and depression for these
3 patients. However, it is worth noting the case of the recently diag-
nosedALSpatient, who showed an increase in scores on the anxiety
and depression scales. That said, this same patient demonstrated
reduced dignity-related distress (PDI) and gratification with DT.
DT showed positive effects on the physical, existential, and psy-
chosocial symptoms of these patients with ALS by facilitating the
retrieval of life experiences, achievement of goals, memories of
happymoments, and accomplishments thatwere previously under-
valued but proved to be of vital importance to Geranium, Lily, and
Sunflower.

A multicenter study (Chochinov et al. 2011) conducted with
palliative care patients inNorthAmerican andAustralian countries
demonstrated that after the implementation of DT, participants
considered it a helpful therapy that prioritizes quality of life and
dignity. In addition, the intervention changed patients’ and their
families’ perspectives regarding their finitude and understanding
of what palliative care entails.

DT enabled participants to articulate and sharememories, often
painful and never mentioned before, awakening a sense of grati-
tude for being heard and understood. These feelings of freedom
and relief experienced by patients after DT were also observed in
another study (Julião et al. 2014) that aimed to determine the influ-
ence of DT on depression and anxiety in palliative care patients in
Portugal.

As mentioned earlier, the results were presented based on the
3 categories that support the Dignity Preservation Care Model
(Chochinov 2002), and they were analyzed considering their diver-
gences and convergences.

ThisCareModel (Chochinov 2002) explicitly states that relevant
issues inherent to the process of illness are directly connected to a
person’s dignity, so these issues can exacerbate levels of physical,
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Table 2. The score results according to the scales [PDI, HADS, FACIT-Sp, and
ESAS] applied in the 3 study time points

Scales
Geranium Lily Sunflower

T0 T1 T2 T0 T1 T2 T0 T1 T2

PDI
(Min 25/Max 125)

67 42 35 54 46 33 80 72 60

HADS – Anxiety
(Min 0/Max 21)

7 6 6 7 3 0 13 11 14

HADS – Depression
(Min 0/Max 21)

8 5 4 4 1 2 8 11 14

FACIT-Sp − 12
(Min 0/Max 48)

30 29 31 34 42 40 20 21 20

ESAS
(Min 0/Max 10)

Pain 7 6 5 7 2 1 8 6 5

Fatigue
(Weakness)

5 7 4 7 4 7 6 7 5

Nausea
(Queasiness)

0 0 0 0 0 0 0 6 7

Sadness 3 3 3 3 0 0 7 4 5

Anxiety 2 0 0 3 0 0 6 3 5

Drowsiness 3 5 2 0 0 2 5 6 7

Appetite 1 2 0 8 8 9 2 7 6

Sense of
well-being

3 2 2 7 0 4 6 5 6

Dyspnea 0 0 0 7 0 0 2 4 3

Sleep 2 2 0 8 0 5 4 8 7

DT = Dignity Therapy; ESAS = Edmonton Symptom Assessment Scale;
FACIT-Sp = Functional Assessment of Chronic Illness Therapy – Spiritual Well-Being;
HADS = Hospital Anxiety and Depression Scale; PDI = Patient Dignity Inventory. T0,
denotes the baseline (2 days before the DT); T1 denotes the first week of follow-up (7 days
after the intervention); and T2 denotes the fourth week of follow-up (28 days after the
intervention).

existential, and psychosocial suffering. Concerns related to the
disease, encompassing both physical and psychological responses,
are among the themes that directly affect a person’s dignity in
palliative care.

In all 3 case studies, regarding the level of independence, partic-
ipants exhibited some degree of physical limitation, which implies
the inability to perform their work functions and provide for their
financial needs. They all receive social benefits through retirement
and depend on their family members and/or caregivers to carry
out activities of daily living, such as bathing, eating, and moving
around.

ALS is a disease that affects each patient’s physical, existen-
tial, and psychosocial dimensions. According to the International
Classification of Functioning, Disability, and Health released by
the World Health Organization in 2001, ALS is indeed a clini-
cal condition that impacts a person’s life from the perspectives of
the body, the individual, and society (Sandstedt et al. 2018) in a
way that requires the healthcare team, regardless of the severity
of the disease, to conduct a thorough assessment regarding the
level of impairment, activity limitations, and restrictions to apply
person-centered interventions at the appropriate time (Bentley and
O’Connor 2017).

In this context, DT elicited a positive response from these
patients, particularly by helping them recover their life stories and

creating a legacy document that can be left to their loved ones
before or after their death.

The age range of the participants varied between 49 and
53 years, with 2 of them being men and one woman. A study
(Mehta et al. 2023) on the prevalence of ALS in the US popula-
tion points to a lower prevalence of the disease among individu-
als aged 18–39 years and a higher prevalence among those aged
70–79 years, and more in men than in women. It is worth noting
that diagnosing ALS is challenging in the early stages of the disease
due to the complexity of distinguishing it from other conditions,
such as spondylotic myelopathy, spinal muscular atrophy, multiple
sclerosis, and other diseases (Norris et al. 2020).

Regarding technology-mediated interviews and even the appli-
cation of DT via online platforms, the results have been promising,
and studies already indicate that conducting online DT is feasible
and well-received by patients. It reduces therapist time and clini-
cal costs while also reaching individuals who might otherwise not
be able to undergo DT (Bentley et al. 2020). The same study even
suggests conducting DT sessions through email, which is particu-
larly favorable for ALS patients who struggle with speech but can
respond to questions via email.

During the post-intervention interviews, it was evident in all 3
patients that there were feelings of anguish related to the loss of
functional capacity. This loss significantly impacted their level of
independence, leading to a sense of unproductivity due to physical
impairment. Among the participants, only Mr. Lily demonstrated
the ability to reframe his current condition by applying his pro-
fessional knowledge to engage in leisure activities to occupy his
time.

On the other hand, all 3 participantsmaintained cognitive func-
tions, which is often observed in patients diagnosed with ALS.
In many cases, cognitive clarity remains until the end of life for
individuals with ALS.These characteristics highlight palliative care
teams’ crucial role in providing care for ALS patients and their
families (Fahrner-Scott et al. 2022).

Regarding the physical and psychosocial symptoms caused by
the disease, there was a heightening of emotions during DT, such
as sadness and longing.These emotions suggest psychological reac-
tions indicating understanding the disease and perceiving finitude
(Julião et al. 2014).

In the 3 case studies, the participants reported the percep-
tion of “improved dignity,” also reflected in the comparative PDI
(Chochinov et al. 2008), applied before and after the intervention.
These scores gradually decreased, shifting from “a huge problem” to
“a small problem.” This change was even more noticeable 1-month
post-DT.

Regarding anxiety and depression based on HADS (Zigmond
and Snaith 1983) scores, both Geranium and Lily reported
improvements after DT. Sunflower experienced an improvement
in anxiety 7 days after the DT, which worsened after 28 days. In her
interview, shementioned feeling weakened, having headaches, and
nausea, likely due to insomnia that had been affecting her for a few
days. She reported that she had been dealing with depression for
a long time and was quite distressed at the time of data collection
due to a series of personal events, including her recent diagnosis
of ALS and the process of separating from her partner, leading to a
wave of concerns about the future of her children.

Results from a study (Chochinov et al. 2016) conducted
in Canada on dignity-related distress among patients with
non-oncological diseases, including those with ALS, demonstrate
distinct and significant distress patterns within each group. In the
ALS patient group, more significant dignity-related distress was
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observed compared to the others. Some concerning issues were the
inability to fulfill important social roles, failure to carry out daily
tasks, feeling like a burden to others, losing control over their lives,
and a sense of devaluation. It was also noted that they were more
prone to experiencing depression and displaying excessive concern
about the future.

Regarding the physical symptoms of ALS, the participants
reported that pain interferes with their lives. During therapy, they
indicated that they were most burdened by their disease when they
felt hurt or that physical impairment hindered daily activities. DT
seems to have some effect on pain and fatigue relief, as observed
in the scores of the ESAS (Paiva et al. 2015). Mr. Lily also reported
that DT provides “relief ” from pain and fatigue.

DT mobilizes people’s emotions, transforming simple story-
telling into a journey that brings reflections and new meanings.
It is like watching a movie with real characters who realize they
have been and are essential to others. This process enables them
to reevaluate their lives, extracting a more positive perspective
(Schuelke and Rubenstein 2020; S ̈oderman et al. 2020). Initially,
participants in all 3 case studies seemed unable to grasp the DT
concept fully. However, during the intervention (DT), they became
receptive and allowed themselves to engage with their emotions
without concern for the attending therapist.

All participants claimed improvement related to the spiritual
and emotional dimensions, mentioning a sense of “balance,” a
restoration of dignity, resulting in “a bit more joy,” upon recalling
positive moments experienced. When asked about the significance
of DT, Geranium responded that it was a moment that made him
realize the dimension of finitude, allowing him to put his essence
on paper, referring to the resulting document as a “farewell letter.”

The legacy document generated through DT is a resource that
clarifies the patient’s wishes and perspectives. This document will
hold great value for those left behind. It can be operationalized in
various ways, including a farewell letter, a videomessage, or a post-
card with a brief greeting (Welsch and Gottschling 2021). The fact
that the patient wrote the message imbues it with meaning, care,
and love.

A research study (Beck et al. 2019) comprised of a qualitative
analysis regarding the benefits and barriers related to DT showed
that for some patients, dignity represented how much their life
held meaning for others, transcending death. From this perspec-
tive, the study’s results suggest that DT promoted self-expression
and connection with loved ones to these patients, awakening a
sense of purpose and facilitating the expression of continuity of self.
Completing their legacy document enabled moments of reflection,
autonomy, and opportunities for interaction with the family, with
the latter often being the focus of DT.

In this sense, it can be inferred that family bonds and con-
nections with life can be immortalized by creating a legacy doc-
ument. Family ties hold great significance to Geranium, Lily, and
Sunflower. Hence, there was great care not to leave any significant
memory or message out of the legacy document.

Due to their prominent roles as “heads of the family,” Geranium
and Lily demonstrated control over their lives despite the limi-
tations imposed by the disease. They could express their desires
andwishes, which their familymembers largely fulfilled. Sunflower
was going through a divorce process and seemed emotionally
more fragile, partly due to the recent diagnosis and concerns for
her younger child’s care in the face of her impending death. In
her legacy document, Sunflower mentioned how she would like
to be cared for by her family, yet she admitted not having the
courage to express these wishes directly. Instead, she preferred

her desires to be known after the family members read the legacy
document.

Legacy documents transcend death itself, as they allow for the
awakening of future generations to the meaning of life and a sense
of acceptance (Vuksanovic et al. 2017). Furthermore, understand-
ing the disease makes patients more resilient, enabling them to
reflect on their lives during the process ofDT,marked by challenges
and triumphs. Geranium mentions that upon diagnosis, he expe-
rienced significant suffering and even went through a process of
denial, leading to a depressive disorder. However, with the support
of his partner and family, he managed to comprehend and over-
come that difficult time. Lily expressed a sense of being at peace
with his finitude, yet there was still an improvement in his sense of
dignity.

Geranium and Lily have had more time to adjust to their diag-
noses than Sunflower, who was recently diagnosed and is still
adapting to the idea of finitude.This is accentuated by her being the
central figure in the family and having to face the changes on her
own in the absence of a partner. When women become ill, particu-
larly those with dependent children, family life becomes disrupted,
leading to anticipatory grief (Kramar et al. 2023). This is consistent
with the gradual emotional detachment observed in Sunflower’s
case.

Regarding hope for the future, Geranium mentions not see-
ing significant prospects for himself, considering himself fortunate,
having already achieved everything he desired. The other par-
ticipants described their plans for the near future, thus allowing
themselves to live in the moment.

A significant emphasis on religiosity was observed during DT
among the participants. All 3 mentioned faith as a helpful strat-
egy in preserving dignity, emphasizing that it helps them live in
the moment despite the limitations imposed by the disease. Along
with FACIT-Sp-12 scores, this corroborates high levels of spiritual
well-being among the participants, even before the therapy, with
only a slight variation post-DT. Spiritual well-being is reflected
in the perception that small actions can reveal moments of true
significance, consistent with the notion that ALS is a “supporting
character” in their lives.

The third category of the Care Model is the “inventory of social
dignity,” which encompasses external factors or challenges. They
include privacy boundaries, social support, tone of care, feeling like
a burden to others, and aftermath concerns, i.e., the responsibility
that their death will place on those left behind (Chochinov 2002).

All participants are dependent on a caregiver, family, or other-
wise. During DT, they sometimes expressed embarrassment about
being a burden, feeling like aweight on their families. Lilymentions
this less often, perhaps due to his more reserved nature or because
he is less physically limited than Geranium and Sunflower.

While the duration of illness for Lily and Geranium is simi-
lar, the progression of the disease has been faster for Geranium.
Sunflower reveals that she feels like a burden to her children. This
is evident when she describes her desire to go to the beach or
carry out some routine household activities, for which she depends
on her older son. Since ALS is responsible for the degeneration
of motor functions, it hampers the patient’s involvement in daily
activities and social functioning (Quinn and Elman 2020).

All 3 participants emphasize the importance of social support.
They have close-knit families that understand their health situ-
ations and try their best to assist them. However, their positive
relationships with their families do not eliminate their concerns
for their children and relatives. Two of the participants (Sunflower
and Geranium) have underage children and worry about not being
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alive to see them reach adulthood. Geranium is a widower and is
still dealing with grief, while Sunflower is recently separated and
feels uncertain about her child’s father taking care of him.

All participants mentioned that they could extend the DT ses-
sions by writing numerous legacies, as they were delighted and
experienced a sense of well-being while engaging in DT, high-
lighting its importance. Each of their discussions showed a notice-
able reawakening of dignity, which had been somewhat forgotten
amidst the challenges of daily life with ALS.

Implications for practice

DT is a care tool grounded in a multidimensional perspective,
which aligns with nursing principles. Any palliative care team
member can be trained to administer DT if they are intuitive, good
communicators, empathic, and compassionate. The application of
DT can be conducted in person or through virtual technology,
allowing for a broader reach. Further studies are needed, utilizing
more robustmethodologies to test DT on larger samples of patients
with neurodegenerative disorders facing the inevitability of death.

Limitations

This study has strengths and limitations that need to be acknowl-
edged. The small sample size and study design do not allow for the
generalization of findings. However, the observed results provide a
basis for more robust studies to test the benefits of DT for patients
with ALS and other chronic degenerative diseases.

Conclusion

This study analyzed the effects of DT on the physical, existen-
tial, and psychosocial symptoms of individuals with ALS, suggest-
ing the potential benefits of this approach for this patient group.
Participants reported positive effects on pain and fatigue, reflecting
on their life journey, reclaiming value and meaning, and recogniz-
ing challenges and achievements. Participants were able to address
issues related to finitude, as well as express concerns for the future
of underage children.
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