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Abstract

Objectives. To explore the spiritual needs and resources of People with Amyotrophic Lateral
Sclerosis (PALS) at different stages of its trajectory and to characterize the experiences of the
current state of the disease.

Methods. A convergent mixed-methods study was conducted using qualitative and quanti-
tative approaches. Participants were assessed using the clinical and sociodemographic data,
ALSFRS-R (function assessment), and the GES Questionnaire to evaluate spiritual needs and
resources. Data were collected through in-person or online interviews, transcribed and coded.
The qualitative analysis was based on the content analysis method. Statistical analysis was
performed using SPSS software. Both datasets were integrated during data analysis.

Results. Twenty-four patients were interviewed, with a duration of the illness ranging from
1 year to 12 years. Participants were at different stages of functional dependence. Analyzing
the open questions of the GES questionnaire, six categories were established related to the
inner world of PALS: Concern, Nuisance, Help, Support, Safety, and Valorization. Contrary to
what was hypothesized, no correlations were found between functionality and the spiritual
dimensions. Spiritual needs and resources tend to vary with age, with younger ages presenting
a more fragile spiritual dimension overall. Also, the intrapersonal and interpersonal dimen-
sion seems to play a central role in the lives of PALS. A negative correlation was identified
between the feeling of connection to a supreme/transcendent reality and the level of educational
qualifications.

Significance of results. Spirituality often provides crucial emotional support, meaning, and
resilience during challenging times. Despite its importance, it is often overlooked in clinical
settings. The study emphasizes the need for personalized, holistic care, which should include
spiritual care support, regardless of the functional state, highlighting the importance of address-
ing both intrapersonal and interpersonal domains, resources and needs from early phases.
Allowing to create a structured care plan that meets patients’ individual spiritual needs, that
can contribute to a better QoL and reduce suffering.

Introduction

Amyotrophic lateral sclerosis (ALS) is an incurable neurodegenerative disease characterized by
motor neuron degeneration (Hardiman et al. 2017). Patients often perceive the disease as an
interruption in their lives due to the functional losses that occur during the disease. As a result,
ALS presents numerous and profound challenges in all areas of life. In addition to the initial
impact of the diagnosis and its prognosis, there are constant adaptations, concerns, and feelings
of uncertainty about the future, particularly about the final stages of the disease (Brown and
Addington-Hall 2008; Kiernan et al. 2011).

During these times of distress, spirituality (a complex multidimensional concept) plays an
important role, offering emotional comfort, meaning, and resilience (Bryson 2004; Moberg
2002). Spirituality becomes a vital resource for coping with difficulties when searching for pur-
pose, relating to beliefs, accepting illness situations, and preparing for death (Gijsberts et al.
2019), highlighting its three dimensions: the intrapersonal dimension reflects the need for
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meaning and coherence in ones relationship with himself or
herself; interpersonal dimensions include harmony in relationships
with significant people and the need to feel loved and loved; and the
transpersonal dimension includes hope, the need to leave a legacy
beyond oneself, and a relationship with the transcendent (Benito
et al. 2014; Manso et al. 2020).

Understanding spiritual care is key in palliative care, as it rep-
resents a process involving several organically linked phases that
include the identification and knowledge of the patient’s specific
spiritual needs and a deep exploration of existing resources that
can lead to the development of the individual spiritual care treat-
ment plan, its provision, and reassessment by trained healthcare
and/or spiritual care professionals (Nissen et al. 2021). It is rec-
ognized, however, that spiritual care remains the most neglected
component of palliative care (Gijsberts et al. 2019). A terminal ill-
ness causes physical and spiritual suffering, resulting in a greater
tendency to question the meaning of life and death (Quinn and
Connolly 2023). It has been reported that almost half of the patients
in the palliative care services experience spiritual distress (Hui
etal. 2010). When patients are diagnosed with terminal illness and
possibly facing premature death, increased spiritual distress may
contribute to feelings of anxiety, futility, meaninglessness, and a
sense of loss (Chan et al. 2014; Goerling et al. 2014; Gongalves
etal. 2023), and people with advanced illnesses express their desire
for healthcare professionals to recognize and address their spiritual
needs. People with ALS (PALS) can turn to spirituality to man-
age their disease progression, minimize their suffering, increase
their hope, and improve their quality of life. At this point, only a
few studies have evaluated the role of spirituality and the role of
spiritually integrated interventions for PALS, and most studies are
based on qualitative methods to explore spiritual experiences and
perceptions (Gongalves et al. 2023).

Some PALS can find new meanings in the illness situation,
turning adversity into an advantage, living and enjoying life to
the fullest (Ozanne et al. 2013; Rosengren et al. 2014; Yuan et al.
2021), in a change of perspective, appreciating time and rela-
tionships, namely the support of family, friends, and the com-
munity (Madsen et al. 2019; Yuan et al. 2021). The consen-
sus among studies indicates, however, that additional research
is needed to obtain a comprehensive appreciation of the lived
experiences of PALS during the various stages of ALS progres-
sion (Gongalves et al. 2023) and the need for integrative care
that includes spiritual needs in which professionals consider this
dimension when providing care, encouraging it as a fundamental
part of palliative care (Gongalves et al. 2023; Jaman-Mewes et al.
2024).

Despite the undeniable importance of addressing the spiri-
tual distress and needs of patients with advanced illness, these
aspects are often overlooked, resulting in inadequate spiritual care
for those facing terminal illness. Diseases such as ALS are even
more challenging due to their wide functional and phenotypic
variability and unpredictable course. This can lead to signifi-
cant uncertainties in the spiritual journey of PALS, particularly
as they face increasing dependency and the impact of the loss
of physical abilities. These changes affect not only their physi-
cal well-being but also their deep-seated spiritual domain. The
present study aims to identify the spiritual needs and resources
of PALS as part of the spiritual care process, to explore how
different stages of disease progression and functional profiles
affect and correlate with spirituality domains, and to charac-
terize the experiences of PALS in their current palliative care
situation.
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Methods
Study design

A convergent mixed methods design was used, supporting multi-
ple approaches to collect and analyze data (Creswell and Creswell
2018) aligned with the study aims. Quantitative and qualitative
data were collected concurrently through different instruments
(questionnaires and scales). Findings were separately analyzed and
later converged and integrated through a side-by-side comparison,
allowing for a more comprehensive understanding by comple-
menting and validating both data sources. The conventional con-
tent analysis was applied to interpret qualitative data (Bengtsson
2016), complemented by a quantitative approach focused on ana-
lyzing the data collected from PALS to comprehensively explore
spiritual resources and needs. The design schematic is presented
in Fig. 1.

Participants and data collection

During February 2023, any person of legal age (18 years or older)
with a confirmed diagnosis of ALS according to the revised El
Escorial revised criteria (Hardiman et al. 2017), who attended the
Portuguese Amyotrophic Lateral Sclerosis Association (APELA),
was considered eligible, regardless of the stage of the disease, and
was invited to participate voluntarily, with no institutional obli-
gation of pressure to do so. Exclusion criteria included: PALS
with severe secondary comorbidities including significant cogni-
tive and/or behavioral impairment, frontotemporal dementia, or
who were unable to understand subjective measures calculated
with the Portuguese version of the Short Portable Mental Status
Questionnaire (SPMSQ - normal Pfeiffer) (Rodrigues RMC 2008)
and who, therefore, were not able to understand the nature of the
study and/or give their consent; and PALS who were not aware of
their diagnosis and prognosis and/or have expressed, at least occa-
sionally, their intuition about the possibility of dying (score < 3
according to the Ellershaw Scale) (Ellershaw et al. 1995).
Participants’ baseline sociodemographic and clinical character-
istics were collected through a questionnaire and consultation of
the clinical file. Pseudonymization was implemented by replac-
ing and coding all identifiable information to protect participants’
identities and guarantee confidentiality. Functionality was assessed
using the ALS Functional Rating Scale-Revised (ALSFRS-R), a 12-
question instrument designed for monitoring the progression of
functional disability in patients with ALS. Four subscores, with 3
questions each, are evaluated: bulbar function (BS), upper limb
function (ULS), lower limb function (LLS), and respiratory func-
tion (RS). Total ALSFRS-R score ranges from 0 to 48, resulting from
the sum of the 4 subgroups, where higher scores indicate higher
functionality (Cedarbaum et al. 1999; Gongalves and Magalhaes
2022). The Portuguese version of the GES Questionnaire (devel-
oped by Grupo de Espiritualidad de la SECPAL) was used to
assess participants’ spiritual resources and needs (Manso et al.
2020). It starts with 6 optional, open-ended questions to create a
space of intimacy and a climate of serenity, allowing the explo-
ration of the person’s inner world in a guided way. Followed by
8 items assessing spirituality as a general factor and the 3 spiritu-
ality dimension, which aim to assess the needs and, at the same
time, experiences and resources of the person through three spiri-
tual dimensions: intrapersonal (need for meaning and coherence),
interpersonal (harmony in relationships with significant people
and the need to be loved and to love), and transpersonal (need
to have hope and leave a legacy that will last beyond himself).
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Figure 1. Convergent mixed-methods design schematic.

The open questions were designed to create and share a space of
intimate communication with the patient and establish a climate
of trust. The other 8 items were answered on a 5-point Likert-type
scale, with responses ranging from 0 (not at all) to 4 (a lot), with a
Cronbach’s alpha of 0.72 for the original version (Benito et al. 2014)
and 0.65 for the Portuguese version (Manso DMC 2021).

Study procedure and data analysis
Qualitative phase

All interviews were conducted, carried out by a trained researcher,
and video-recorded. The video recording made it possible to tran-
scribe and code all the topics covered afterward, before their elim-
ination. Although priority was given to conducting interviews in
person, a flexible online alternative was offered to conduct the
interviews through Zoom™ meetings, aiming to prioritize patients’
comfort and consider all functional impairments and transporta-
tion challenges. This strategy also allowed patients to minimize
and better manage their fatigue during the interviews, as well as
for participants with changes in the language and communication
process to be able to better manage the interview and communi-
cation times with the researcher. Both strategies ensured a calm
and comfortable environment, guaranteeing data confidentiality
and privacy. The presence of a caregiver or formal caregiver was
also allowed upon request, but they could not intervene in the
interview.

At the beginning of the interview, it was explained to all par-
ticipants what spirituality is and its dimensions and that it is
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not just about religion but about everything that gives mean-
ing to life. A presentation of the GES Questionnaire and its
purpose was also made, highlighting that the answers to this
questionnaire must be focused on the spiritual dimension of
life, that there are no correct or incorrect answers, and that
what was intended was to explore concerns and abilities that
can affect anyone throughout their life and, in this way, the
important thing was that the response was faithful to what they
really felt and experienced (Benito et al. 2014; Manso et al.
2020). Finally, space was always open for doubts and clarifications
if needed.

The researcher received training to conduct the interviews by
undergoing a pre-test in which the GES Questionnaire was applied
to 6 patients with ALS who did not participate in the qualita-
tive phase of the study. This approach validated the ideal condi-
tions for collecting information regarding the expected duration
of the interview, the patient’s ways of communication, their com-
munication pre-requirements, and symptom management such as
fatigue (Fig. 1).

The qualitative analysis of the data obtained was based on
the Content Analysis Method, respecting the sequential steps:
pre-analysis, exploration of the material and treatment of results,
and inference and interpretation of results (Bengtsson 2016),
using ATLAS.ti" software version 8.4.5 for data analysis. Data
were coded (inductive descriptive labels); irrelevant informa-
tion was discarded and then categorized through a compara-
tive and iterative analytic process. The sample size for qualita-
tive data was defined as 18 participants, according to the the-
matic saturation point (Hennink and Kaiser 2022). Validity was
increased through triangulation of qualitative and quantitative
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data. Quantitative and qualitative datasets were integrated during
data analysis.

Quantitative phase

Quantitative analysis was carried out using the SPSS’ software
version 29.0 for Windows  from IBM'. Descriptive statistics were
used: frequency and measures of central tendency and dispersion
to characterize the sample. A significance level of 0.05 was con-
sidered. The Cronbach’s alpha (to assess internal consistency) and
Spearman or Pearson coeflicients were used to study correlations
between variables without or with normal distribution, respec-
tively, according to the normality of the distribution, assessed by
applying the Shapiro—Wilk test and Fisher’s exact test. Finally,
the Student’s ¢-parametric test was used for independent sam-
ples, when comparing different groups, after ensuring a normal
distribution.

Results

In this study, of the 25 patients contacted, 24 were eligible to partic-
ipate in the quantitative phase and 18 in the qualitative phase, from
which 13 underwent presential interviews and 5 online ones. The
reason to exclude one contacted patient was a slight deterioration
in the ability to understand subjective measures.

Quantitative results

Of the 24 participants, 54.2% were male (n = 13 males). The
mean age of the sample was 57.6 (£14.2) years, with an ALSFR-
R total score mean value of 24.83 (+8.69) and a disease onset of
4.8 (£3.1) years. Table 1 shows data related to the participants’
sociodemographic characterization and disease-related aspects.

Regarding the GES Questionnaire, the Cronbach’s alpha was
calculated (0.73) to assess the scale’s internal consistency. This
result is in line with the reliability indices reported for both the
original version and the Portuguese adaptation of the instrument,
presenting an adequate level of internal consistency, supporting
the reliability of the instrument in our sample, and reinforcing the
scale’s stability in measuring the intended construct in our sample
size (n = 24).

The responses to the GES Questionnaire statements revealed a
strong spiritual well-being among the participants, with a high per-
centage identifying “Very” or “A lot” with most statements (ranging
from 77.8% to 100%). The only exception was the 8 statement, “I
feel connected to a supreme reality (o supreme Being, nature, God,
...); where the majority (55.5%) identified “Not much” or “Not at
all” The 4t question, “I feel loved by the people who are important to
me,” which falls under the Interpersonal spiritual domain, received
100% of ‘Very’ or “A lot” responses.

Applying the t-test for independent samples, a statisti-
cally significant difference (mean + SD) was identified for the
Intrapersonal domain between males (8.90 + 2.60) and females
(11.13 £ 1.13) (p = 0.035). No differences were identified between
the Interpersonal and Transpersonal domains or the total score of
the instrument applied and the participants’ gender. A moderate
positive correlation was found between the age of the partici-
pants and the sum of the statements in the GES Questionnaire
(r = 0.556; p = 0.017) and between the Intrapersonal domain of
the GES Questionnaire and age (r = 0.576; p = 0.012) but not
for the Interpersonal and Transpersonal domains. In particular,
the first statement in the questionnaire, “Looking back on my
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Table 1. Characterization of participants’ sociodemographic and disease-
related aspects of the participants

Qualitative
All group analysis group
Sociodemographic and (n = 24) (n = 18)

clinical characteristics

X (min/max) + SD X (min/max) + SD

Age (in years) 57.6 (+14.2) 59.5 (32/80) + 14.7
Gender n (%) n (%)
Male 13 (54.2) 10 (55.6)
Female 11 (45.8) 8 (44.4)
Education Level n (%) n (%)
Basic Education 2(8.3) 1(5.6)
Lower Secondary Education 3(20.8) 3(16.7)
Upper Secondary Education 4 (25.0) 4(22.2)
Bachelor/Master 7 (33.3) 7 (38.9)
PhD 3 (12.5) 3 (16.7)
Communication n (%) n (%)
Speech 17 (70.8) 14 (77.8)
Direct Augmentative System 7 (29.2%) 4(22.2)
(via eye tracker)
Informal Caregiver’s n (%) n (%)
Relationship Level
Spouse 17 (70.8%) 13 (72.2%)
Mother 3 (12.5%) 2 (11.1%)
Girlfriend 2 (8.3%) 1 (5.6%)
Niece 1 (4.2%) 1 (5.6%)
Daughter 1 (4.2%) 1 (5.6%)
Formal Caregiver’s Support n (%) n (%)
Yes vs. No 15 (62.5) vs. 9 13 (72.2) vs. 5
(37.5) (27.8)

X (min/max) * SD X (min/max) * SD

Symptoms Onset (in years) 4.8 (£3.1) 5.7(1/12) +2.9

ALSFRS-R Scale 24.83 (+8.69) 21.28 (3/37)  9.86

life, I feel satisfied with what I have lived and with myself, is
positively correlated with age (p = 0.635, p = 0.022) and the
second statement, “I've done (accomplished) in my life what I felt I
had to do” (p = 0.682, p = 0.011).

A negative correlation was identified between the 8™ statement,
“Ifeel connected to a supreme reality (..)” and the level of educational
qualifications (r = —0.36; p = 0.0722). No significant correlations
were found between the functional scale (ALSFRS-R total score or
subdomains) and the spiritual dimensions.

Qualitative analysis

The 18 participants interviewed were between 32 and 80 years
old, and 55.6% were male. Regarding educational qualifica-
tions, most of the sample had a high level of literacy (bache-
lor’s degree and doctorate). Regarding aspects of the illness, the
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majority, 77.8%, use speech to communicate intelligibly (despite
some having detectable speech disturbances). Spouses repre-
sented 72.2% (n = 13) of the informal caregivers. Most par-
ticipants, 72.2%, also have the support of a formal caregiver.
The duration of the illness ranged from 1 year to 12 years, and
participants were at different stages of functional dependence
(Table 1).

Initial open questions: ALS patients’ perception of their
inner world

Analyzing the main topic of the initial open questions of the
GES questionnaire, 6 categories were established related to the
inner world of PALS at different stages of the disease’s progression:
Concern, Nuisance, Help, Support, Safety, and Valorization. These
categories encompass 23 subcategories that refer to aspects that are
part of the interviewees’ experience in the process of a terminal ill-
ness. Table 2 provides a detailed overview of all the categories and
subcategories.

Categories

Concern (Future): half of the sample talked about the future,
expressing concerns regarding choices that might need to be taken
in the future, suffering, and the impacts of this journey on the
family and loved ones.

Concern and Nuisance (Functional and Symptomatologic
Impact of the Disease): the functional impact of ALS and
patients’ symptoms is also a highlighted concern and was men-
tioned by 50% of the participants in the Nuisance category
and by 28% in the Concern category, especially considering
the balance between increasing dependency and acceptance
of help.

Help and Safety (Coping Strategies): coping strategies are com-
mon in both the Help and Safety categories, with a greater weight
in Help (61%). These are a positive outlook and dedication to
hobbies, maintaining normality, avoiding confrontation and con-
stant thoughts about the illness, and anticipating and coping with
difficulties, while looking to sustain self-preservation, a sense of
reality, and self-utility.

Help, Support, and Safety: regarding these categories, two sub-
categories emerged in common.

Informal Social Interaction: family plays a crucial role in prac-
tical and emotional matters, but it is also a source of pur-
pose and protection. The spouse plays a unique and fundamen-
tal role and is the family member highlighted in all three cat-
egories by 50% of the participants. Despite being mentioned
in Help and Support, friends are not valued as a security
source.

Transcendent: faith and prayer appear as sources of con-
nection with a higher power in 22% of the participants.
In the Support and Safety categories, other strategies like
Mindfulness, Reiki, and Meditation were mentioned by 11% of the
participants.

Valorization: regarding this category, participants had some dif-
ficulty pointing out aspects that the most significant ones might
value in themselves, and in the reflection process, they frequently
highlighted self-resiliency, trustworthiness, and social and family
roles.
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Discussion
Concern (future)

In the Concern category, half of the sample talked about the future.
In a situation of illness, there is no suffering without envisioning
the future and anticipating what may come for oneself and one’s
family, so the possibility that there may be nothing to end or allevi-
ate suffering is a concern (Krikorian and Limonero 2012). On the
other hand, anticipation and prevention can be important in the
search for normality (Brown and Addington-Hall 2008).

Concern and nuisance (functional and symptomatologic
impact of the disease)

The functional and symptomatic impact of the disease is men-
tioned by 50% of the participants in the Nuisance category and by
28% in the Concern category. In both cases, the loss of autonomy
and the need to accept dependence seem to be demanding, given
the burden PALS place on caregivers and their desire to maintain
normality. It is uncomfortable for them to perceive that they are
witnessing their functional decline without being able to do any-
thing about it as new symptoms appear (Yuan et al. 2021) and
day-to-day reality shifts away from normative performances (Ng
et al. 2017). At a more advanced stage of the disease, the concern
is about extreme fatigue, which impacts relationships and leads
to a progressive loss of purpose, as also previous highlighted by
different investigators (Hui et al. 2010; Quinn and Connolly 2023).

Help and safety (coping strategies)

Coping strategies are common in both the Help and Safety cate-
gories, with a greater weight in Help (61%). These are a positive out-
look and dedication to hobbies, maintaining normality, avoiding
confrontation and constant thoughts about the illness, anticipating
and coping with difficulties, having a prepared support network,
and hoping for the possibility of an innovative drug (Gongalves
et al. 2023; Hamama-Raz et al. 2021; Leandro et al. 2022).

Help, support, and safety

Regarding these categories, two subcategories emerged in com-
mon.

Informal social interaction

Family plays a crucial role in practical and emotional matters, but
itis also a source of purpose and protection (Foley et al. 2007; Yuan
etal. 2021). The spouse plays a unique and fundamental role and is
the family member highlighted in all three categories by 50% of the
participants. Despite being mentioned in Help and Support, friends
are not valued as a security source, which may explain the avoid-
ance and social isolation mentioned (Sommers-Spijkerman et al.
2023).

Transcendent

The second subcategory in common is the Transcendent. Faith and
prayer appear as sources of connection with a higher power in
22% of the participants. In the Support and Safety categories, 11%
mentioned Reiki, Mindfulness, and Meditation, but there are few
studies that address, adapt, and test these therapies on PALS. It
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Interviews that contributed Number of

Categories Subcategories Ex. “support citations,” In to the results n (%) quotations
Concern Future

“(..) another thing that worries me is suffering (..)” 111 11, 14, 15, 16, 17, 18, 111, 113, 116 12

“To know that there is no euthanasia in case | am suffering a lot” 113 n =9 (50%)

“The family in general because | know that no one misses anyone, but | know | will

miss my family.” 17

Functional and symptomatologic impact of the disease

“At the moment, what worries me most is depending on others. | can’t accept help 12,13, 19, 115, 118 7

because | have always been the one who helped others, and now it hurts me that

others take care of me. And that worries me because | know what it’s like. After all,

I’'ve been there.” 12

“Not having peace with the difficulties that the disease imposes. I’'m tired, and I've n =5 (28%)

accepted everything; I've done what | can, but now | just need peace.” 115

Impact of the disease on the family

“Look, it is me and my sister who are semi-terminally ill and how are other people 13,18, 19, 110, 111, 112, 114, 116, 117 12

going to adapt to that.” 114

“The work | give to the family (..)” 110 n =9 (50%)

“My family, because | am in the state that | am, | feel like they are in deep

suffering.” 112
Nuisance Functional and symptomatologic impact of the disease

“Physically, the difficulties of the disease, breathing, pain, constipation.” 115 13,12, 18, 19, 110, 112, 113, 115, 118 12

“Being dependent on others because | have always been a person who helped n =29 (50%)

others, and now I have to be helped.” 112

Emotional and social problems

“(..) another thing is relevance; it bothers me that | was a person with some 11,12, 14,15, 111, 113, 115, 117 12

relevance, at the moment, | don’t have it.” 111

“I gradually lost purpose, stopped going out to socialize and stopped doing other n = 8 (44%)

activities; I just no longer do.” 117

Organizational problems

“(..) everything takes place within deadlines that are not compatible with the 16, 114, 116 3

disease, especially those with a very rapid progression. This inefficiency and n=3(17%)

unnecessary obstacles bothers me.” 116

Uncertainties about the future

“I know what I’m going through now, but | don’t know what’s in store for me at the 17,18, 114 5

end of my life.” 17

“If I’'m going to stop talking (..) and unable to express myself in what | think | n=3(17%)

should, that worries me.” 18
Help Coping strategies

“Not thinking. It looks like | have an on-and-off button. | completely shut down and 11, 13, 14, 15, 16, 19, 18

don’t think.” 11 110, 113, 114, 115, 116

“It’s the use of work that still makes me feel active. (..) it gives me a sense of n =11 (61%)

reality that I’'m still alive; I’'m not just surviving.” 16

Informal social interaction

“It’s people’s affections and the affection they give me which brings joy. It’s like you 13,17, 110, 111, 114, 115, 118 8

are taking another step forward in life.” 13 n=7(39%)

Transcendent

“When I’m down, I pray. Pray for you and my friends {(...). | feel like it helps me 17,18, 112 4

on a spiritual level and on a religious level. Otherwise, you get into a cycle that n =3 (17%)

doesn’t work, and | was falling for it.” 11

(Continued)
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Table 2. (Continued.)
Interviews that contributed Number of
Categories Subcategories Ex. “support citations,” In to the results n (%) quotations
Community support
“What helps me most is the electric wheelchair because it gives me independence, 12,17, 19, 117 4
because | always been very free” 12
“(..) is to come to APELA (..)” IT. n =4 (22%)
“(..) having a personal assistant.” 19
Support Formal social interaction
“(..) talk to someone who makes me want to expose myself (..) with the psycholo- 16, 19, 116 3
gist. The time I've been with her has already created an opening in me that | never n=3(17%)
allowed before.” 16
Informal social interaction
“My daughter and, oddly enough, my granddaughter is always there. Even my 11,12, 13, 15, 17, 18, 19, 110, I11, 20
son-in-law helps. They are my family” 15 112, 113, 114, 115, 116, 117, 118
“Usually my wife, partner of almost 40 years.” 117 n = 16 (89%)
Transcendent
“Now more than ever | turn to Our Lady of Fatima. Before | had the illness, | went 18 3
to Fdtima, and there was something different that touched me a lot. (..) sometimes n=1(6%)
I pray with her.” 18
Self-support
“| find refuge in things like music, reading (..)” 14 14, 115, 116 4
“I would say that the first person is myself; | think that if | don’t find a way to deal n =3 (17%)
with things, it’s unlikely that anyone else will solve my problems or will be able to
help me in a way that works for me.” 116
Absence of crisis situations
“I don’t have crises, neither do I have distress in my life, thank God.” 118 118 1
n=1(6%)
Safety Coping strategies
“I turn to thoughts (..) I no longer think about the next day; I think about the day | 16, 18, 115, 116 6
live in.” 16
“(..) I don’t like to be supported on the street by others, so I try no to give the n=4(22%)
image that I’'m bad (..) Sometimes, going down the stairs, neighbours come there,
and | stop, | disguise, and then I continue.” 18
Support network
“The public structure, the patients” association, physiotherapy, hospitals work. | 14, 16, 114 3
know that if | have a problem, | have somewhere to turn.” 114 n=3(17%)
Informal social interaction
“The person | feel safe with is my wife. | know that she understands anything. She 11,12, 13, 14, 15, 18, 19, 110, 112, 114 12
almost always knows what | need, without having to ask for anything” 11 n = 10 (56%)
Transcendent
“For example, with the help I received in the past with Reiki, | finished the sessions 16, 113, 118 6
and felt free. (..) I also have prayer and meditation.” 16’
“I know that | have never been alone because | always feel good presences that n =3 (17%)
warn me through dreams.” 113
“God helps me to have strength and | ask God a lot to help me.” 118
Lack of safety
“I no longer feel safe because it no longer depends solely on me. The feeling if 16, 111, 112, 113, 115, 117 11
being safe is over.” 112
“(..) mentally it is another matter, and it is already irremediable.” 115 n =6 (33%)
(Continued)

https://doi.org/10.1017/51478951525000495 Published online by Cambridge University Press


https://doi.org/10.1017/S1478951525000495

Table 2. (Continued.)

Filipe Gongalves et al.

Interviews that contributed Number of

Categories Subcategories Ex. “support citations,” In to the results n (%) quotations
Valorization Personality characteristics

“(..) the trust and earnestness they placed in me.” 13 13, 15, 17,18, 19, 110, 111, 112, 25

113, 114, 115, 116, 117, 118

“Can | say my strength? They say that | am a person with a lot of strength to go n = 14 (78%)

through what I have (..) that | will not let myself go down.” 17

Social and family role

“I've been told several times that | always think about others first” 11 11,12, 13, 14, 16, 18 6

“At home, my opinions always prevail. | feel like I’m the matriarch of the family.” 12

n = 6 (33%)

should be noted that, unlike other studies, this category was the
least relevant (O’Brien and Clark 2015; Pagnini et al. 2013).

Valorization

Finally, in the Valorization category, the participants had some dif-
ficulty pointing out aspects that the most significant ones might
value in themselves, and it turned out to be a very interesting exer-
cise in reflection. Personality traits and social and family roles come
up. PALS appreciate feeling recognized and valuable to others, as it
helps them find meaning (Budych et al. 2012; Hamama-Raz et al.
2021; Ozanne et al. 2013).

Contrary to what was hypothesized in our study, spiritual needs
and resources did not seem to vary with the functional status of
the PALS. As expected, spiritual needs and resources tend to vary
with age, with younger ages presenting a more fragile spiritual
dimension overall. Also, the interpersonal and spiritual dimension
seems to play a central role in the lives of PALS. In this study, the
Transpersonal spiritual dimension is scored less valued among the
participants, unlike other studies in which participants report the
importance of the transcendent (Fanos et al. 2008; O’Brien and
Clark 2015). Also, people with higher educational attainment are
more rational and practical, and some have never felt any connec-
tion with the Transpersonal dimension, even before the illness. This
relationship has not yet been explored in other studies, so it will be
essential to address it in future research. Considering the current
perspective on spirituality (Nolan et al. 2011) and the experiences
of PALS, we propose that the relationship with oneself and that with
others are the most crucial spiritual components in the quest for
life’s meaning, in line with previous suggestions (Gongalves et al.
2023; Nolan et al. 2011), especially considering the rapid progres-
sion of the disease and the subsequent need for adjustment due
to cumulative functional losses. Notably, the significance of the
Interpersonal dimension in our study and others may be linked
to the substantial role we assign to family and interpersonal rela-
tionships in the Mediterranean area, a region known for its strong
family ties and social support systems (Galiana et al. 2014).

Female participants seem to feel more fulfilled and well-
resolved in the Intrapersonal spiritual domain compared to males.
A previous study also shows the resilience of self-management
in the spiritual domain of women with ALS (Rosengren et al.
2014). Regarding age, it was previously reported in patients with
advanced cancer that for young patients, the possibility of a lim-
ited life of unfulfilled aspirations can be a source of great spiritual
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and psychosocial suffering (Hui et al. 2010). The same conclusions
were reached in Chochinov’s study of patients receiving palliative
care (Chochinov et al. 2009). Our results are suggestive of the same
spiritual challenges regarding younger adults with ALS, especially
considering the lower contribution of the intrapersonal expecta-
tions to the overall spiritual and psychological experiences.

The qualitative analyses elucidated the process of change in the
participants’ perception of life, providing the opportunity to talk
about their spiritual needs and to target possible existing spiritual
resources, which are essential in the individualization and plan-
ning of spiritual care. When considering the spiritual resources and
needs, which are still within the qualitative component of the study,
it is clear that some participants made free-form reflections during
the exposition of the statements in the GES Questionnaire. In this
study, anticipation regarding the future dominated the concerns
expressed by the participants. In a situation of illness, there is no
suffering without envisioning the future and anticipating what may
come for oneself and one’s family, so the possibility that there may
be nothing to end or alleviate suffering is a concern (Krikorian and
Limonero 2012). On the other hand, anticipation and prevention
can be important in the search for normality. The loss of autonomy
and the need to accept dependence seem to be demanding, given
the burden PALS places on caregivers and their desire to maintain
normality as day-to-day reality shifts away from normative per-
formances. It is uncomfortable for them to perceive that they are
witnessing their functional decline without being able to do any-
thing about it as new symptoms appear (Yuan et al. 2021). Ata more
advanced stage of the disease, the concern is about extreme fatigue,
which impacts relationships and leads to a progressive loss of pur-
pose, as also previously highlighted by different investigators (Ng
et al. 2017; Quinn and Connolly 2023). Coping strategies repre-
sent a valuable resource to help and support PALS, playing a crucial
role in the adjustment during the disease trajectory, which includes
keeping the individual active and securing a safe with a body and
mind fulfilling routine, avoiding conflicts and persistent negative
thoughts, but being able to anticipate and to cope with difficulties,
having a prepared support network, and hoping for the possibil-
ity of innovative drugs (Gongalves et al. 2023; Hamama-Raz et al.
2021; Leandro et al. 2022).

The resources transmitted in the Intrapersonal domain are
related to the feeling of accomplishment and inner peace resulting
from the sensation of having lived fully (Rosengren et al. 2014). In
our results, personality traits and social and family roles frequently
appeared in the valuation analysis, prompting reflection on the
question, “What do people value about you?” PALS appreciate
feeling recognized and valuable to others, as it helps them find
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Figure 2. Spiritual needs and resources of people affected by amyotrophic lateral sclerosis (ALS), based on the GES questionnaire.

meaning. The courage, love, and personal development acquired
throughout life strengthen the relationship with oneself and the
meaning of life (Foley et al. 2007; Locock et al. 2009). Other
PALS reported feeling needs such as better managing the bal-
ance between work and enjoying life, and for others who feel
disconnected and lost, the search for meaning in life is highlighted
(Ozanne et al. 2013). In the interpersonal spiritual domain, the
results of our study are aligned with previous works where the
vast majority of PALS turned to family and friends for support,
highlighting the crucial role of these relationships in their spiritual
well-being (Fanos et al. 2008; Murphy et al. 2009). However, our
results stress that despite representing a source of help and sup-
port, friends are not perceived and valued as a security source,
which may explain the avoidance and social isolation mentioned
(Sommers-Spijkerman et al. 2023). Many participants feel at peace
and reconciled with the people around them because they know
how to ask for forgiveness. In addition, altruism and passing on
these and other values to the next generation strengthen the rela-
tionships and usefulness of the interviewees (Yuan et al. 2021). The
needs in this domain are related to resolving some family con-
flicts, feeling useful despite functional limitations, and especially
caring for those who care for them (Foley et al. 2007; Rosengren
et al. 2014). In the Transpersonal spiritual domain, they refer to
help from higher entities, from nature and the universe, or from
their closest ancestors (O’Brien and Clark 2015). Others believe
that practicality and rationality are the best resources (Fanos et al.
2008; Hamama-Raz et al. 2021). It should be noted that, unlike
other studies (O’Brien and Clark 2015; Pagnini et al. 2013), the
transcendental category, qualitative phase, was the least relevant.
Moreover, they also mention hope, and the needs expressed in this
domain are fewer than the previous ones. Some participants say
they have lost their purpose in life, and all hope that a drug or some
cure for their illness will be found in time. This highlights the dou-
ble side of hope, where for some PALS, it represents an obstacle
to achieving control and actively coping with the disease, and to
other PALS, hope is a crucial resource of empowerment, coping,
and control (Hamama-Raz et al. 2021).
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Our work also emphasizes the benefit of the “guided
conversation” during the questionnaire, which facilitates the
dialogue and leads to a valuable and self-perceived reflection by
the PALS, particularly about valorization aspects that matter to
them, the meaning of life and their journey. These conversations
are assisted through spiritual needs and spiritual assessment tools
and are also useful as therapeutical approaches (Ichihara et al.
2019; Jaman-Mewes et al. 2024); furthermore, it can be intertwined
with unstructured complementary conversations.

The diagram of spiritual needs and resources (Fig. 2) emerges
from the discussion of the results of the statements in the GES
Questionnaire.

Spirituality impacts the patients’ disease journey and is a criti-
cal component that can impact the suffering, especially existential
suffering. When properly addressed, it has the potential to lead to
higher levels of spiritual well-being and quality of life and lower lev-
els of uncertainty and conflict regarding decision-making in health.
Our findings suggest that delaying the incorporation of the spiri-
tual domain as the disease advances may not be advisable. Instead,
we advocate for an early integration of spirituality, starting from the
diagnosis by a trained multidisciplinary team in ALS clinics or sim-
ilar settings. This approach could enable patients to delve deeper
into their spiritual domains and potentially mitigate the intensity
of future spiritual or existential suffering (Aoun et al. 2016, 2017).
Recognizing spiritual needs and working on them promptly are
the needs that healthcare providers and caregivers should share
(Corpuz 2024), helping PALS to face different challenges of spir-
itual suffering on the path to spiritual integrity through addressing
these issues and the humanization of care. Recognizing and work-
ing around known barriers to providing holistic care that addresses
spirituality and focuses on an advanced plan of care, such as the
lack of opportunity to have conversations about these topics, reluc-
tance to discuss death and dying, concerns about the impact of
advanced care plan in family dynamics, and time constraints for
professionals to dedicate to the global care, with the articulation
of strategies in an intra- and transdisciplinary context are
essential.
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This study has some potential limitations. First, despite being
a rare disease, the present study includes a small sample for the
quantitative part. Second, all the samples had the support of a mul-
tidisciplinary team, and a considerable part of the PALS have access
to formal caregivers or personal assistants, which may, in some
way, not correspond to the reality of PALS in comparison to other
areas. The presence versus absence of this support might impact
patients’ global needs and, in particular, their spiritual needs. We
also have to consider the interviewer’s bias and the social desir-
ability of the answers; we have tried to control and minimize it
with the pre-case study and the formal script that was followed
by the interviewer with the same criteria using the exact words.
Furthermore, the participants already knew the researcher, so they
felt more comfortable approaching the topics and exploring their
dimensions.

We suggest that future studies should explore this topic at
different time points of patients’ disease trajectory (longitudinal
evaluation), in order to compare its progress and eventual changes.
In addition, future research is needed to assess optimal strate-
gies in clinical and homecare settings that address spiritual care,
resources, and needs. It is also important to recognize the need
for greater investment in health professionals’ education, prepa-
ration, and training to use tools to guide them in addressing the
spiritual dimension in all trajectories. Encouraging health pro-
fessionals, patients, family members, and the community to take
this dimension into account as a valuable component in palliative
care, in health in general, and everyday life, from the early phase
of the disease, independently of functional progression rates or
functional decline.

Conclusions

The results of this study reinforce the importance of individual-
ized, comprehensive, and sensitive approaches in care and support
practices for PALS, which should include spiritual care regardless
of the functional state and capability of the person suffering from
ALS. Our results also highlight the special attention that should
be given to the intrapersonal and interpersonal domains, assessing
needs and resources from an early phase. The fact that experiences
in the context of illness, spiritual needs, and resources is essential
to consider in a holistic approach to health. Assessing the differ-
ent dimensions of spirituality and establishing an intradisciplinary
plan of care with a structured intervention plan aimed at spiri-
tual intervention in PALS and their caregivers, helping and guiding
them in their needs, and considering the resources that matter to
them.
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