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Abstract We explored the care experiences and needs
of the home caregivers of patients with amyotrophic
lateral sclerosis (ALS) to improve their quality of life.
We interviewed home caregivers in-depth and ana-
lyzed the data using Colaizzi’s descriptive phenomeno-
logical method. We interviewed 11 home caregivers of
patients with ALS with a disease duration between 1.5
and 4 years. Primary caregivers were predominantly
female and were the patients’ spouses. Daily caregiv-
ing time averaged 4-14 h for 0.5-3.5 years. Interview
themes included helplessness and adaptation to life
changes, hopelessness, compassion for the patient’s
prognosis, and expectation for diverse support. The
study sample size was limited, as all participants were
from a single tertiary hospital, and all patients had
severe functional impairment. Caregivers of patients
with ALS experience a considerable burden. Patients
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and their caregivers can benefit from diversified support
channels, and assistive communication systems can be
applied to home care. Future research will focus on in-
home public long-term care services in China.

Keywords Amyotrophic lateral sclerosis - Care
experience - Home caregivers - Needs - Qualitative
research

Introduction

Amyotrophic lateral sclerosis (ALS) is a fatal multi-
system neurodegenerative disease, which typically
manifests as progressive muscle weakness and atro-
phy [1]. As the disease progresses, patients eventually
die from respiratory muscle involvement, paralysis, or
concurrent lung infections. The average survival time
ranges between 2 and 5 years from symptom onset [2].

Rapid disease progression is associated with an
increased demand for care manifestation and rapid pro-
gression of ALS. It is crucial to facilitate patient-centered
care and incorporate patient perspectives in treatment
evaluations [3]. Throughout the progression of ALS,
caregivers encounter a multitude of potential stressors,
encompassing the ramifications of an unfavorable prog-
nosis, the absence of curative interventions, the physical
decline of the patient, alterations in the patient’s cogni-
tive or behavioral functioning, and the accumulation of
caregiving obligations [4, 5]. These combined stress-
ors, coupled with the intertwined nature of life with the
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patient, put care partners at risk of heightened burden,
psychological distress, and diminished quality of life [6].
Caregivers often struggle with the fact that their loved
one has developed a fatal disease and with increased
caregiving responsibilities, concerns for the future, and
feelings of guilt. As the disease progresses, caregivers
of patients with ALS not only experience an increasing
amount of physical and mental stress but also substan-
tially increased restrictions on their personal lives and
social activities [7]. Quality of life involves understand-
ing an individual’s perception of their specific circum-
stances within the context of their culture, societal values,
and place of residence. It also takes into account their
personal goals, expectations, standards, and interests [8].
A deeper understanding of the experiences and needs of
the home caregivers of patients with ALS is essential to
help them improve the quality of life (QoL) of the person
they are caring for, as well as to alleviate the caregivers’
concerns and fears about the future.

In China, the primary health care system is inad-
equate, and filial piety and familial intimacy play a cru-
cial role in patient care; consequently, inexperienced car-
egivers, namely informal caregivers, such as the patient’s
children or spouse, often bear all the responsibilities and
obligations of care [9]. Informal caregiving is typically
characterized by voluntary assistance provided within
existing social relationships without financial compensa-
tion or specialized training [10]. The progressive nature
of ALS requires caregivers to continually adapt to evolv-
ing needs [11]. A review of informal caregivers’ needs
for individuals with ALS indicated that the majority of
included articles were from the UK, EU, and Australia,
with a smaller number from Turkey, the USA, South
Korea, Canada, and Norway. Most studies focused on
family caregivers as the primary informal caregivers.
These studies identified several common needs across
four caregiving stages: post-diagnosis (stage 1), ongoing
care (stage 2), end-stage care (stage 3), and bereavement
(stage 4). Healthcare professionals should be attentive to
the specific caregiving stage to provide appropriate sup-
port for informal caregivers [12].

In ALS care, improvement of the quality of life of
family members and other caregivers is always nec-
essary to improve the quality of life of the patient
himself or herself. For this purpose, it is essential
to establish care with the cooperation of multiple
professions, home care, and public care services to
reduce the burden of care for family members. How-
ever, there is currently a dearth of evidence regarding
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the experiences and needs of informal caregivers in
China and limited knowledge regarding their liv-
ing conditions. To bridge this gap in the existing lit-
erature, this article aims to contribute new insights
through interviews. Specifically, the article seeks to
explore the experiences and needs of informal car-
egivers of individuals with ALS in China. In this con-
text, needs refer to the abilities of informal caregivers
to derive benefit from support.

Materials and Methods
Research Aims and Design

As a phenomenological study, this research adopted a
prospective design and collected data through semi-
structured, face-to-face in-depth interviews. Before
each interview, the research team provided partici-
pants with a comprehensive explanation of the pur-
pose and significance of the study, the duration of the
interview, potential benefits and risks of participating
in the research, and data collection and processing
methods. Both patients and primary caregivers were
made aware that they could withdraw from the research
at any point. This study was conducted according to
the guidelines of the Declaration of Helsinki and was
approved by the Ethics Committee of the First Hospital
of Shanxi Medical University. Participants agreed to
participate in the study voluntarily and provided writ-
ten informed consent. Confidentiality of the interview
responses was maintained. Moreover, all participants’
data were anonymized to protect their privacy, and the
collected data were used exclusively for this study.

Research Setting and Participant Characteristics

In this study, the primary home caregivers of patients
with ALS who were admitted to the neurology
department of a tertiary general hospital between
June 2019 and January 2020 were recruited as the
research participants through purposive sampling.
The inclusion criteria were as follows: 1) acting as
the primary caregiver of the patient, with total care
time >3 months, or if there were multiple caregiv-
ers, providing care for the longest period; 2) age
between 18 and 80 years; 3) commitment to no less
than 4 h of daily care; 4) no history of other major
life events, such as bereavement, unemployment, or
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divorce, in the previous year; 5) capacity for normal
communication and comprehension; and 6) aware-
ness of the purpose of the research and agreement to
participate. The exclusion criteria were 1) the use of
nannies, care workers, or other paid caregivers and 2)
a history of mental illness, severe physical illness, or
cognitive impairment. The Amyotrophic Lateral Scle-
rosis Functional Rating Scale-Revised (ALSFRS-R)
was used to assess the functional level of the patients
with ALS in 12 items: speech clarity, salivation, swal-
lowing, handwriting, handling utensils, dressing and
hygiene, turning in bed and adjusting the bedding,
walking, climbing stairs, dyspnea, orthopnea, and
the use of assisted mechanical ventilation. Each item
was scored on a 5-point scale (0—4 points; total possi-
ble score=48 points). Lower scores indicated severe
functional impairment. Disease severity was cat-
egorized into mild (3748 points), moderate (25-36
points), and severe (0-24 points). The Cronbach’s a
coefficient for the ALSFRS-R used for assessing ALS
in China was 0.88[6]. The patient’s quality of life
was assessed using the ALSAQ-40 assessment ques-
tionnaire, primarily through self-assessment by the
patients. This questionnaire covers various aspects
of the patient’s daily functioning and psychological
well-being, including standing, walking, turning over,
hand function, eating, dressing, speech and commu-
nication, and overall psychological state. It consists
of 40 items, each scored from O to 4 based on the
frequency of occurrence, with O indicating no occur-
rence and 4 indicating a total time. The total score
ranges from 0 to 160, with higher scores indicating
better daily living abilities and psychological condi-
tions. Previous studies have demonstrated that the
Cronbach’s « coefficient of this questionnaire falls
within the range of 0.90 to 0.96, indicating high inter-
nal consistency and reliability [8, 13, 14].

Data Collection

Based on a literature review, an interview outline was
developed according to the purpose of the study. The
team started with the burden of family care in vary-
ing disease progression, trying to fully understand
the true feelings of family caregivers and to collect as
much information as possible. Before the interview,
consent was obtained from the participants, and the
interview was conducted when study participants
were emotionally stable and willing to communicate.

The location of the interview was selected accord-
ing to the participants’ choice and could be in a
quiet office in the hospital or at home. The inter-
view was conducted following the interview outline
and recorded using both audio recording and notes,
with the notes mainly objectively recording non-ver-
bal behavior such as posture, intonation, and facial
expressions of the participants.

Each interview lasted 60-90 min, and during
this time, the interviewees were encouraged to fully
express their feelings, thoughts, and experiences. At
the end of the interview, the participants were asked
if there was anything else they needed to add and
were thanked for their support and cooperation. The
research team began by asking participants about the
burden of family care at different stages of the disease
to fully understand the true feelings of family caregiv-
ers while collecting as much detailed information as
possible. The interview outlines were as follows:

(1) When was your loved one (such as a child or par-
ent) diagnosed with ALS? Could you please talk
about the disease progression and the process of
medical treatment?

(2) Why did you choose home care/hospital treat-
ment?

(3) Could you share your routine care experience?

(4) What was the most difficult problem during the
care process? How did you deal with it?

(5) Could you please talk about how you adjusted
your mental state since you learned that your
loved one was diagnosed with ALS?

(6) Has your loved one been affected by you and had
any changes in his/her mindset? How did you
deal with your loved one when he/she is emotion-
ally upset?

(7) If your loved one can communicate with others
in some way, do you think it will help the patient
recover and reduce your caregiving stress?

Data Analysis

The interview recordings were transcribed word by
word into documents within 24 h of the interviews.
Transcriptions included the contents of the notes,
such as the expression, tone of voice, and body move-
ments of the subjects at that time, without making any
changes or deletions to ensure the authenticity of the
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0.5-3.5 years, respectively, indicating that caring for
patients with ALS is a time-consuming and difficult
task. In the process of data integration and analy-
sis, 3 subject words and 10 sub-subject words were
extracted and encoded 134 times. Through verbatim
data analysis, the researcher distilled three themes
from the content of the interviews about their car-
egiving experiences: helplessness and adaptation to
life changes, hopelessness and compassion for the
patient’s prognosis, and gratitude for and expectations
of different sources of support.

Theme 1: Helplessness and Adaptation to Life
Changes

Changes in Life Focus

When caring for patients with ALS, their basic physi-
ological needs must be prioritized. Participants’ home
care experiences indicated that with disease progres-
sion, patients with ALS gradually lost the ability to
communicate and to perform activities of daily living
(ADL), such as independent eating, toileting, turning
over in bed, and dressing. Concurrently, they could
not seek timely help through verbal communication,
resulting in depression and anxiety. Daily care duties
significantly increased the caregivers’ burden. Among
the different tasks, the participants noted that the fre-
quency of handling the patients’ oral and respiratory
secretions as well as urine and feces was relatively
high, and the timeliness of care in this aspect was par-
ticularly prominent.

“She needs my help in washing, dressing,
cleaning, and eating, which makes her feel use-
less. She has never laughed once since she has
become ill.” (N1-1, patient’s husband)

“He weighs 165 pounds. He needs daily care,
even though he is now still mobile. When I help
him while he uses the bathroom, his weight is
too much for me.” (N2-1, patient’s wife)

“He is now lying in bed, unable to move and
unable to speak, because of which I had to take
early retirement to take care of him. I have to
check on him from time to time, helping him
turn over every 2 h, handling his urine and
stools, and so on.” (N3-1, patient’s wife)

“She has to be accompanied 24 h every day, and
we cannot leave her alone. I need to help her

turn over, to pee, poo, and to rub her leg now
and then. I am already over 60 years old, and I
am barely hanging on ....” (N5-1, patient’s hus-
band)

Feeling Lonely and Helpless

The time-consuming task of caregiving left caregiv-
ers feeling like they had lost themselves. Decreased
social activity participation and a fear of losing con-
trol over their lives made caregivers feel extremely
sensitive and anxious. As the patient’s disease pro-
gressed and the severity of the illness increased,
caregivers reported feeling increasingly lonely and
helpless.

“I used to have my hobbies, although my life
is gone since he became ill. All my time has
been spent looking after him. I suffer from fre-
quent insomnia, am about to collapse, and no
longer know the meaning of my life ....” (N2-1,
patient’s wife)

Attempting Tasks That They Are Not Good at

Adapting to the changes in life and taking on more
responsibilities have become significant challenges
for caregivers. In addition, many caregivers men-
tioned that they had to undertake more tasks, includ-
ing those they were not familiar with, with male
spouses completing more housework and female
spouses undertaking repairs and making important
decisions.

“She used to take care of all the family business,
and I did not have to worry about anything.
However, since she fell ill, I had to undertake
all the housework, including cooking, washing
clothes, and tidying up ....” (N5-1, patient’s
husband)

Theme 2: Hopelessness and Compassion for the
Patient’s Prognosis

Hopelessness About the Future
Caregivers often use negative words while describ-

ing the future. The research team suggested that after
learning the patient’s prognosis, disease progression,
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and survival status, the participants often expressed a
sense of hopelessness.

“She needs help now, and she cannot manage to
eat without help. Her husband has to go to work
to earn money, and he also has to take care of
their children. I am old now, and I can just do
what I can do, cooking, washing clothes, and
cleaning her up. I am unable to imagine what
could happen if I died one day. I do not dare to
think about the future!” (N6-1, patient’s mother)
“After hearing the doctor saying: ‘There is no
cure for this disease, and it is a very rare dis-
ease, as the chance of catching it is one in 10
million,” I felt that there was no hope. When I
learned more information from the Internet,
I collapsed and cried hard.” (N7-1, patient’s
daughter)

“Before he got sick, he was a smiling person
with a good personality, and ours was a very
happy family. Now, he cannot speak clearly,
and he does not talk much. He fears that he is
a heavy burden to us, and I fear that he would
be lost in his depression. Yet, anyway, I cannot
help it. I do not dare to think about the future.”
(Crying in her hands) (N8-1, patient’s wife)

Compassion for the Patient

When recalling memories of their experiences, car-
egivers expressed a mixture of emotions, such as
fatigue, helplessness, and sadness. Caregivers mostly
felt compassionate about the patients and would com-
pare their condition before and after their illness.
Additionally, caregivers would try their best to help
the patients fulfill their hobbies and needs, as well
as attempt to establish good communication with
the patients to help both parties alleviate negative
emotions.

“My dad was handsome when he was young. In
my mind, he used to be like an ‘idol” and could
do anything. When I saw what he became after
he was ill, I felt really sad.” (The participant
then choked and started crying) (N3-2, patient’s
daughter)

“When the diagnosis was made, my mind went
blank. I simply could not accept it, and I went to
several other hospitals with the same result. He
used to be an expert in mechanical technology
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and also a fan of music and basketball, although
now. I have always wondered why he was so
unlucky.” (sighing) (N4-1, patient’s wife)

“My daughter had always been sensible and
never had me worried. However, after she fell
ill, she could not even speak or move easily and
did not want to live anymore. When I saw what
she became, I felt so sad but had to hold on sim-
ply because of her.” (N6-1, patient’s mother)

Theme 3: Gratitude and Expectation for Diverse
Support

Support From Family

The caregiver’s role for a patient with ALS cannot
be fulfilled by a single person and often requires the
entire family or even several families. During the care
process, family members often undertake different
roles alongside other familial and social obligations.
This care burden not only conflicts with the caregiv-
er’s original role but is also affected by objective fac-
tors such as the family environment and income.

“My daughter will often come to help and share
some medical expenses. We know it is not
easy for her and are satisfied with what she has
done.” (N2-1, patient’s wife)

“I stayed with him while he was in hospital, and
my younger sister would come over to lend me
a hand, which made it a lot easier for me.” (N4-
1, patient’s wife)

Among the caregivers, spouses would feel particu-
larly guilty about burdening their children. However,
they would still acknowledge the support of family
members.

“We only have one child who has his own fam-
ily. He needs to work during the day and look
after the patient during the night, which is
exhausting. Meanwhile, the in-laws will help
them look after their children without any com-
plaints and will come to help whenever they are
free.” (N5-1, patient’s husband)

Support From Peer Patient

Caregivers stated that support from other patients
with ALS and their family members was extremely
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helpful while adapting to the life changes brought
about by the disease. During the early stage of the
disease, in particular, when patients and their family
members face both emotional shock and an increased
burden of care, the sharing of information and empa-
thy from peer patients helped them become accus-
tomed to life changes.

“I was introduced to an ALS patient group by
our doctor-in-charge and recommended the
website created by Dongfang Siyu by peer
patients. From these channels, I acquired
much reliable and useful information.” (N3-1,
patient’s wife)

“Some peer patients introduced me to websites
and patient groups dedicated to ALS, from
which I learned a lot of valuable information,
such as about purchase channels, quality com-
parisons, and prices of assistive devices needed
in daily care (e.g., neck braces, ventilator, tra-
cheal tube, and eye tracker). This information
saved us a lot of effort.” (N7-1, patient’s daugh-
ter)

Support From Medical Staff

Interview results suggested that most caregivers
longed for support from medical staff, and those
who received help from medical staff during the care
period believed that they were affectionate and car-
ing. However, in the context of communication, fam-
ily members occasionally complained about the lack
of human care and compassion in medical institutions
and expected more attention. Additionally, caregivers
desired frequent updates and developments on treat-
ment plans, as well as easier access to sufficient medi-
cal resources. Treatment is often limited when dealing
with patients with ALS; hence, compassion, empathy,
and consolation are even more important qualities
that healthcare professionals should be equipped with
for supporting the expectations and needs of patients
and their families.

“Sometimes, the doctor would explain the dis-
ease to us. Although we could only understand
a little, we would now know something about
the disease. The nurses would also encourage us
and say that ‘the patient looks a lot more ener-
getic today,” which would cheer us up and help
us remain hopeful.” (N8-1, patient’s wife)

“Last time when my father ran out of medicine,
I had to go to a big hospital in the capital city
to buy it, although I could not make an appoint-
ment with the doctor by any means. I turned to
the previous doctor-in-chief, and he helped me
out. I felt deeply grateful.” (N9-1, patient’s son)
“You must listen to your doctor in terms of
treatment as they are professional. I believe in
the doctor’s advice and hope that the medical
staff can help relieve the patient’s psychological
burden.” (N10-1, patient’s daughter)

Support From the Government

Most interviewees mentioned that expensive medical
bills and the lack of supportive social services during
treatment significantly increased their burden. There-
fore, they hoped the government could improve the
insurance system and provide multi-channel support,
such as community services and trustees, for patients
with motor neuron diseases.

“I still hope that the medical insurance system
can cover a larger proportion of the expense.
Drugs that are more effective, according to the
doctors, are not covered by medical insurance
and are quite expensive. Although the doctors
mentioned that they were not always going to be
effective, I had to give it a try so as not to expe-
rience regret.” (N4-1, patient’s wife)

“All my time is dedicated to looking after him,
leaving me no chance to work. Without income,
we are under significant pressure to live and
sincerely hope that the government can help us
....7 (N2-1, patient’s wife)

Support From Technology

Caregivers stated that they desired more professional
home care devices and were willing to try any treat-
ment methods that could be helpful, even those that
were deemed ineffective by doctors. Additionally,
they were interested in novel technological prod-
ucts that could facilitate communication between the
patient and caregiver, however, in the meanwhile,
they were worried that such products could be expen-
sive and unaffordable.

“To solve the problem of speech, other patients
recommended that we buy the eye control
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device. Fortunately, it is not very expensive. It
has diverse functions, although I can only han-
dle and apply those easily operated.” (N4-1,
patient’s wife)

“It will be great to have a place that is dedicated
to looking after patients with ALS. They will be
more professional and allow me to have more
free time. We are willing to participate in any
research that can help find a cure for the disease
as early as possible. It will help us all.” (N9-1,
patient’s son)

Discussion

Cultural Background That Can Increase the Care
Burden

Our study shows that primary caregivers spend most
of their time on the patients’ ADLs. The progressive
nature of the disease results in a deterioration in the
patient’s conditions, and their clinical manifesta-
tions become more complicated to manage. Addi-
tionally, patients’ decreasing ability to attend to their
ADLs results in increased dependency on the car-
egiver, thereby increasing the caregiver’s burden of
care. This finding is consistent with the findings of a
previous study [16]. Caregivers are required to con-
stantly fulfill the basic physiological needs of patients
and to cope with any problems that occur during the
caregiving process. Many home caregivers are the
patients’ spouses and children and are generally inex-
perienced in providing care to the level required by
patients with ALS. Consequently, the caregiver’s bur-
den of care also increases when there is a mismatch
between the patient’s needs and the caregiver’s abil-
ity to cope. In Eastern cultures, women traditionally
bear the primary responsibility for domestic duties,
which include caring for their children and parents-
in-law. This division of labor is influenced by the
underlying Confucian ethical framework [17]. In Chi-
nese culture, filial piety encourages family members
to take on the role of caregivers. In this study, spouse
caregivers emphasized that marital obligation and a
sense of responsibility prompted them to become pri-
mary caregivers. Caregivers not only bear the respon-
sibility of caring for patients but also suffer from dis-
tress and loneliness. Similarly, sociocultural factors
and belief systems that prioritize the family system
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also significantly influence the provision of care in
India. The impact of the illness on the family and the
role of the family in caregiving for individuals with
ALS are significant [18]. Therefore, they should be
provided with multiple channels of support and care
to help them appreciate the value of life and to find
their self-worth despite these obligations.

Medical Team That Can Provide Professional
Services

In both this study and multiple foreign studies [14,
19-22], caregivers mentioned the difficulty of obtain-
ing relevant care information after the patient was
diagnosed with ALS. Consequently, most families
had to turn to peer patients and the Internet for direct
experiences and information. Additionally, most
research participants noted that despite being the
primary caregiver, they still longed for support from
other family members, relatives, peer patients, and
professional medical staff. Doctors who provided rel-
evant knowledge, skills, and aids beyond mere medi-
cal information were deemed more caring and com-
passionate. Some caregivers were forced to deal with
different problems instantly without any support post-
diagnosis. Foreign scholars recommended that the
diagnosis of ALS should be staged at a comfortable
pace, allowing patients and caregivers to gradually
deepen their understanding of the disease as it pro-
gresses. It would also give healthcare professionals
more time to understand the patient’s problems, the
status of the family, and social support. Additionally,
patients should be informed of their disease progres-
sion and given an estimate of their survival; however,
help should also be provided to assist them with for-
mulating a living will [23]. By doing so, patients can
fulfill their roles and identities in advance and cope
with ever-changing family dynamics, thereby prevent-
ing them from feeling like a burden to their relatives.
Therefore, strengthening the role of medical staff
in supporting the home care of patients with ALS
and extending professional healthcare services to
the patient’s family is crucial. For instance, follow-
ing a patient’s diagnosis, it is imperative to offer sci-
entific and systematic nursing guidance throughout
various phases of the illness. This guidance should
encompass various aspects, such as the patient’s per-
sonal factors, including their ability to cope with the
diagnosis, the potential reduction in life expectancy,
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the imminent development of disabilities, and their
reliance on others. Additionally, recommendations
regarding the anticipation of fistula and ventilator
treatment, timely suggestions for assistive devices,
empathy towards the patient’s emotional fluctuations,
and counsel on sustaining a functional and healthy
lifestyle should be provided.

Government Support That Can Improve the Medical
Insurance System

Our results show that both patients with ALS and
their families had a strong desire for medical insur-
ance policy support and improved social security
systems. Reliable healthcare insurance systems
and higher income levels in developed countries or
regions have been associated with lower care bur-
dens [24]. In Korea, for instance, ALS patients are
responsible for 44.8% of direct medical costs, while
the government covers the remaining expenses [25].
However, in most areas in China, the community
treatment of ALS is not included in the scope of
medical insurance subsidies. When a family member
is diagnosed with a severe illness that requires sub-
stantial financial resources, the entire family must
contribute to covering the medical expenses, often
depleting their savings. As a result, Chinese patients
face a heavier financial burden compared to those liv-
ing in countries with more comprehensive healthcare
insurance systems. Additionally, some countries have
gradually introduced an evidence-based palliative
care model with multidisciplinary cooperation for
patients with ALS [26] and have successfully reduced
the burden on caregivers by implementing a compre-
hensive social support system.

To address this, attempts should be made to estab-
lish a more comprehensive medical insurance system,
which can effectively alleviate the financial burden
of caregivers by including some out-of-pocket ALS
drugs into the medical insurance subsidy. Concur-
rently, the primary healthcare system should be
improved to provide high-quality and effective nurs-
ing services for home caregivers. Moreover, support
systems for the caregivers of patients with ALS, such
as subsidy policies and vacation systems, should be
introduced to alleviate their physical and mental bur-
den and to improve the QoL of both patients and their
caregivers.

Technological Applications That Can Improve
Quality of Life

Communication barriers increase the difficulty of
home care. With disease progression, almost all
patients with ALS experience impaired speech,
thereby compromising daily communication, which
was reflected in our interviews. Communication bar-
riers not only reduce the QoL of both patients and
their caregivers but also cause significant difficul-
ties in home care. In interviews, caregivers often
expressed their willingness to actively try assistive
communication devices that improved their commu-
nication with the patient and acknowledged the active
role of these devices in daily care. A randomized
controlled study [19] found that the mental health of
patients with ALS could be enhanced by allowing
them to fully express their negative emotions. Multi-
ple studies have shown that the QoL of patients who
use assistive communication devices is better than
that of patients who do not use them [27]. Thus, the
implementation of augmentative and alternative com-
munication interventions is beneficial to both patients
and their caregivers, and the application of this com-
munication technology in the home care of patients
with ALS should be actively explored. The design of
such products should fully consider the progression
of ALS, the basic care needs of patients, and the com-
prehension, competence, and compliance of caregiv-
ers such that it can enable communication between
the patient and caregiver, improve their physical and
psychological experience, and enhance their QoL.

Limitations

This study has some limitations. First, the sample
size of the study was limited as all participants were
recruited from a single tertiary hospital in Shanxi
province, China. Second, the ALSFRS-R score of the
patients selected in this study ranged from 0 to 24,
indicating severe functional impairment.

Application

In this study, three themes were extracted regarding
the experiences of caregivers of patients with ALS:
helplessness and adaptation to life changes, hopeless-
ness and compassion for the patient’s prognosis, and
gratitude for and expectations of different sources
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of support. The results indicated that home caregiv-
ers experienced significant changes in their life focus
and were required to constantly satisfy the patient’s
basic physiological needs, particularly when deal-
ing with the patient’s bodily excretions on time. The
heavy burden of care and lack of social interaction
made the caregivers feel lonely and helpless. Addi-
tionally, communication barriers between the patient
and caregiver further increased the difficulties. Our
study found that caregivers showed a positive attitude
towards technological applications, such as augmen-
tative and alternative communication, and tried their
best to help the patients engage in their former hob-
bies. They also desired a better communication chan-
nel with the patient to help reduce the negative emo-
tions felt between them and to effectively alleviate the
burden of care. One solution is to actively explore the
application of high-tech augmentative and alternative
communication in the home care of these patients.
Such products should be designed to serve as a com-
munication channel between the patient and caregiver
to enhance their QoL. Future studies should be con-
ducted using a larger sample size for a more in-depth
analysis. Cases from socioeconomically developed
regions of central and eastern China and the less soci-
oeconomically developed regions of western China
could be investigated. Ongoing engagement with the
caregivers of patients with ALS with different func-
tional levels is essential for improving our under-
standing of their care experience and needs. Future
work should also focus on this direction of research.
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