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ABSTRACT
Purpose: to analyze the repercussions of language difficulties in people presented with 
Amyotrophic Lateral Sclerosis and in their caregivers, and the impact on their lives. 
Methods: a cross-sectional study and qualitative approach, structured according to 
the COREQ. Semi-structured interview was conducted with 30 participants, family 
members and/or caregivers of people with the disease, most of them diagnosed for 
less than 5 years, and then transcribed and analyzed under repetition and relevance 
criteria. 
Results: most participants were women, spouses, between 50 and 70 years of age, 
in average being a caregiver for less than 3 years. Most interviewees reported the 
absence of communication difficulties with the disease, little use of Augmentative and 
Alternative Communication, restricted social interaction, and the perception of signs of 
discouragement and sadness in the person under their care. Regarding themselves, 
they mentioned anguish related to the prognosis, emotional overload, and intense 
change of routine in their lives. 
Conclusion: language difficulties were not frequently reported, despite the observation 
of restricted and social interactions. These findings showed the negative impacts on 
the quality of life of individuals and that of their family members and caregivers, which 
are experienced as anguish.
Keywords: Amyotrophic Lateral Sclerosis; Health Vulnerability; Family; Communication 
Barriers; Caregivers

Original articles

14120

Rev. CEFAC. 2021;23(4):e14120 https://doi.org/10.1590/1982-0216/202123414120

1/14



Rev. CEFAC. 2021;23(4):e14120 | DOI: 10.1590/1982-0216/202123414120

2/14 | Leite Neto L, Novais T, França Júnior M, Chun R

INTRODUCTION
Amyotrophic Lateral Sclerosis (ALS) is a neuro-

degenerative disease that affects motor neurons 
in bulbar, cervical, thoracic and lumbar levels, and 
evolves to weakness of upper and lower limbs, dysar-
thria, dysphagia, cognitive and behavioral alterations, 
culminating with the loss of functional capacity by the 
individual1. Currently, a cure to this disease is unknown, 
and patients need multidisciplinary and cross-disci-
plinary health care throughout the disease progression, 
in order to delay the onset of alterations and improve 
their quality of life 2-4.

Under such circumstances, speech alterations and 
the possible absence of speech, in advanced stages of 
the disease, turn it difficult to the individual to interact 
with family members, medical team and close friends, 
limiting their autonomy and decision making, also 
concerning their own treatment, which results in fear, 
anxiety, frustration and sadness5. The impact of this 
condition is significantly experienced within the family, 
and often with little guidance and lack of specialized 
clinical and therapeutic monitoring.

The use of Augmentative and/or Alternative 
Communication (AAC) Systems is a feasible and 
effective strategy in such conditions of speech 
impairment, to minimize its impact and facilitate the 
interaction with the interlocutor, so that communication 
does not depend on the presence of a mediator/inter-
preter5. However, it isn´t rare to find difficulties and 
barriers to incorporate communication systems to the 
routine of the ALS individual, which contributes to the 
little adherence to the AAC, both by the patient and the 
caregiver6, as also addressed in other studies regarding 
other pathologies7. 

Such progressive speech alterations and difficulty 
to adapt to resources interfere with the communicative 
interaction, which can be understood as the individual 
involvement in communication-related activities in each 
social circumstance where they occur8, worsening their 
quality of life and moving them increasingly away from 
other people5. Furthermore, this creates a condition of 
communicative vulnerability in the hospital setting, as 
discussed in another work, also resulting from other 
neurological conditions9.

The fast and progressive nature of the disease, to 
which other particularly debilitating effects are added, 
such as speech loss, transition to assisted venti-
lation and palliative care, in the last months of life, 
frequently turn ALS individuals dependent on third 
parties, needing support for most of the life activities10. 

The huge demand of work, combined with treatment 
uncertainties, can generate feelings of overload and 
frustration in the family member and/or caregiver, which 
directly affects the assistance they provide11,12.

Since the initial diagnosis, family has a key role, 
generally being the principal responsible for providing 
support to the treatment and in the process of the 
individual´s acceptance of the reality. Most of the times, 
a major adaptation of the daily routine to the needs of 
the ALS individual under care is necessary, with the 
family member having to leave work, also abdicating to 
take part in leisure and social activities13.

When someone lives with/take care of someone 
with a chronical neurological disease, such as ALS, 
this person must deal with the unexpected, while 
having to manage one´s own life and family (spouse 
and children), also being responsible for the emotional, 
physical, psychological, and financial support of the 
individual being taken care of. Thus, family members 
feel alone and place the needs of the individual being 
taken care of as a priority, neglecting their own desires 
and personal issues14.

In this scenario, it is important that professionals 
involved in the assistance to ALS individuals be alert to 
the demands from family members and/or caregivers, 
who not always can provide the necessary everyday 
support, and often feel exhausted because of the daily 
routine10,13,14. Overloaded and not rarely under major 
stress, such situation can affect the quality of caregiving 
they provide in the hospital setting and outside it15.

Several research11,13,15 have been developed with the 
aim of understanding the repercussions for caregivers/
family members in the caregiving process, as well 
as their perspectives regarding the situations they 
are exposed to, also considering the increasing daily 
difficulties presented by the individual with worsening 
health conditions, to provide the best service to this 
population group. 

In this regard, this study stands out for addressing 
the impact of language alterations and its develop-
ments on the lives of ALS people and their family 
members and/or caregivers, and therefore, this is the 
main differential in relation to other research developed 
in this line, to provide more intensification of the topic 
and quality to the assistance provided to such family 
members and/or caregivers, and consequently, to the 
individual they take care of.

Hance, the purpose of this work is to analyze 
the repercussions of language difficulties in people 
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presented with Amyotrophic Lateral Sclerosis and their 
caregivers, and the impact on their lives.

METHODS
This is a cross-sectional and qualitative approach 

research, approved by the Ethics and Research 
Committee (CEP) of the State University of Campinas, 
School of Medical Sciences, Brazil, under no. 
1.942.954.

The study was structured according to the 
Consolidated Criteria for Reporting Qualitative Research 
(COREQ), comprised by 32 items, divided into three 
domains: “research team and reflexivity” (8 items), 
“study design” (15 items), and “analysis and findings” 
(9 items)16.

During the study development process, all the 
steps and procedures were discussed by the respon-
sible researcher, adviser, and co-adviser, from the 
elaboration of the interview script (ANNEX 1), using 
the analysis and discussion of results, and counting 
on the participation of a Speech and Language 
Therapy student, who supported the task of interviews 
transcription and the partial data analysis.

Constitution of the Sample
The sample was obtained through a convenience 

sampling with 30 participants, family members and/
or caregivers of individuals with ALS, seen in the 
Outpatient Clinic of Neuromuscular Diseases at a 
School Hospital of a university in the interior of São 
Paulo State. There was no contact between the inter-
viewees and the data collection researcher before the 
beginning of interviews, which took place in person in 
previously scheduled times, according to the routine 
defined by the facility, with no need of participants to 
come in other days and times. The inclusion criteria 
comprised the following: to be 18 years old or more, 
of both sexes, and be a family member/caregiver of 
an individual with ALS seen by the health care profes-
sionals in this Outpatient Clinic. The exclusion criteria 
were the following: family members or people accom-
panying the ALS individuals who were unaware of the 
disease track records and of the communication condi-
tions of the person under their care during the data 
collection period.

Collection Procedures 
In the first contact with the participants, the 

research and data collection responsible researcher 

were introduced, including the researcher educa-
tional background, experience with the research, and 
motivation to perform the study, in addition to explaining 
the purposes and procedures of the research, and the 
Free, Prior and Informed Consent was read. Only after 
the consent to the terms and signature of the FPIC, 
data collection started.

To obtain data, participants were taken by the 
researcher to a silent room, with the minimum external 
noise, where the interview was individually done, 
through a semi-structured script. 

The interview script (ANNEX 1) was elaborated by 
one of the researchers and reviewed by one of the 
advisers, with the aim of checking the conditions and 
communication media of the individual with ALS, the 
impact of speech and language alterations in the family, 
social and professional lives, communication in different 
situations, relationship with the family members and 
close friends, prior experience in using the AAC, partici-
pation or not of a facilitator, environmental interfer-
ences, alert conditions, motor, perceptive and sensorial 
conditions, signs of fatigue, as well as the impacts of 
alterations experienced during the ALS on the lives of 
family members and/or caregivers. 

During the interview, only the responsible researcher 
and the interviewee were present, without the ALS 
individual under the interviewee´s care, to prevent 
interferences or embarrassments to any of the involved 
parties, either a family member or the caregiver or the 
individual with ALS. The interviews lasted in average 
forty minutes each, and were recorded in video, 
upon the participant´s authorization, for subsequent 
transcription and analysis. The digital camera Canon 
Powershot SX530 HS and mini tripod were used 
to a better stabilization and adjustment of images. 
Participants remained seated. 

A pilot study was conducted with two volunteers 
who met the inclusion criteria, to analyze the elabo-
rated script, allowing it to be changed and perfected, in 
addition to check how to apply it. 

Data Analysis Manner

Data were transcribed and analyzed by the main 
researcher, who counted on the support from a scien-
tific initiation student during the transcription phase. 
After that, thematic axes and analysis categories were 
defined17, using repetition and relevance criteria18, 
described as follows in Figures 1 and 2.
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Caption: ADLs - Activities of Daily Life; ALS - Amyotrophic Lateral Sclerosis

Figure 1. Thematic axes and analysis categories of individuals under the care of the interviewees
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RESULTS

Sociodemographic and caregiving profile of the 
research participants

Chart 1 shows the study participants´ profile 
regarding sex, age, years of study, caregiving relation 
and caregiving time with the ALS individual under 
their responsibility. Those data were surveyed during 
the conduction of interviews, therefore we decided to 
present them as the results. 

Table 1 shows the distribution of participant family 
members and/or caregivers per age range, sex, years 
of study, caregiving time and caregiving relation with 
the ALS individual. 

Most of the interviewees are spouses or children of 
the ALS individuals, having taken care of them since the 
first symptoms. A small number are formal or informal 
caregivers, and of those, only one has a background 
in the field of Health Care (nursing technician), and the 
others are close friends or neighbors. 

Language, social interaction, and impact on the life 
of the ALS individual

Table 2 as follows shows the results regarding the 
perception of family members and/or caregivers of the 
language of the ALS individual under their care. 

Most interviewees said that the interaction facilitates 
the dialogue, and in the daily routine they manage to 
understand what the individual under their care says, 
as shown by parts of the interviews of participants S2 
and S11:

“I have already got used. Sometimes, something, 
when he is more agitated, when he talks faster, he 
has difficulty to express himself, but usually I can 
understand everything.” (Participant S2)

“(...) for instance, me and my children, we understand 
because we are all the time with him, but people of 
the family in general, they ask again what he said.” 
(Participant S11)

Of the participants declaring to perceive difficulties 
in the language, all of them stressed that in relation to 
close friends and neighbors, this issue is even worse 
for the individual under their responsibility.

According to the reports, language difficulties 
appear more intensely in specific moments, such as in 
conversations over the phone, situations of stress, in 
addition to when the individual is not willing to commu-
nicate, or even when there is a variation in the mood 
and emotional state, as demonstrated by parts of the 
interviews of participants S3 and S12:

Interview transcriptions were not given to the partici-
pants, because such procedure was not foreseen in 
the routine of the ALS individuals´ outpatient clinic, and 
because the person accompanying the ALS individual 
in the return to the clinic could vary. 

Caption: ALS - Amyotrophic Lateral Sclerosis

Figure 2. Thematic axes and analysis categories related to the 
family member and/or caregiver
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“For instance, he doesn’t pick up the phone to call 
anybody, because he says there is always someone 
that will not understand him (…)” (Participant S3)

“Today, she was not in high spirits, and we notice 
that she stays silent, not communicating so much”. 
(Participant S12)

Seven interviewees reported that the individuals 
taken care of used other ways of communication, 
when communicating through speech fails. The most 
frequently mentioned strategies included gestures, 
writing, and typing on the cellphone, as pointed out by 
participants S7, S8 and S18 as follows:

Chart 1. Sociodemographic and caregiving profile of the research participants (n=30)  

Age Sex Years of study Caregiving relation Caregiving time 
(years)

S1 35 M 11 Son 9
S2 60 F 11 Mother 4
S3 29 F 15 Sister 8
S4 42 F 15 Daughter 4
S5 56 F 4 Sister-in-law 5
S6 57 M 11 Brother 1
S7 45 F 15 Daughter-in-law 2
S8 60 F 11 Wife 1
S9 28 F 15 Daughter 9

S10 51 F 15 Wife 5
S11 54 F 15 Wife 6
S12 51 F 8 Caregiver 1
S13 65 M 4 Brother-in-law 2
S14 51 F 15 Wife 1
S15 42 M 11 Husband 4
S16 35 F 11 Wife 8
S17 30 M 15 Son 2
S18 31 M 11 Son 1
S19 52 F 2 Caregiver 2
S20 61 F 6 Wife 1
S21 64 F 11 caregiver 1
S22 32 M 15 Son 3
S23 43 F 5 Wife 13
S24 60 M 10 Brother 3
S25 40 F 15 Caregiver 1
S26 51 F 11 Wife 2
S27 30 M 11 Son 1
S28 57 F 11 Mother 1
S29 49 F 11 Wife 1
S30 56 F 11 Wife 1

“There are some days when I manage to understand 

more, but when I have too much difficulty, I give 

her a sketch board and ask her to write to me”. 

(Participant S7)

“It is difficult, and if we pay attention, we end up 

understanding. And when he sees that we are 

not understanding, he makes some gesture”. 

(Participant S8)

“Sometimes when she is a little nervous, she can´t 

speak, then she types”. (Participant S18)
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Table 1. Distribution of participants per age group, sex, years of study, time from the disease diagnosis, caregiving time and caretaking 
relation with the individual with Amyotrophic Lateral Sclerosis (n=30) 

Age group   Frequency n (%)
< 30 years 2 (6.67)
30 to 49 years 12 (40.00)
50 to 70 years 16 (53.33)
Sex
Women 21 (70.00)
Men 9 (30.00)
Years of study
< 5 years 3 (10.00)
5 to 11 years 17 (56.67)
> 11 years 10 (33.33)
Years of caregiving
< 3 years 17 (56.67)
3 to 6 years 8 (26.67)
> 6 years 5 (16.66)
Caregiving relation
Family member 26 (86.67)
Caregiver 4 (13.33)
Time from ALS diagnosis
< 5 years 20 (66.66)
≥ 5 years 10 (33.34)

Table 2. Perception of family members and/or caregivers of the language of the individual under their care (n=30)

Language
Yes No

Frequency n (%) Frequency n (%)
Language difficulties 11 (36.66) 19 (63.34)
Other forms of communication 7 (23.33) 23 (76.67)
Autonomy/decision making 5 (16.66) 25 (83.34)

Another reported strategy, by a single participant, 
was the use of a bell so that the individual could call the 
attention of family members. 

“One of the first things we got for her was this little 
bell. Because, for instance, if she is in another room, 
she can´t scream or call us”. (Participant S17)

One of the participants said he was against other 
ways of communication, such as writing, because he 
believed it could interfere with the possibility of speech. 

“I think this is not ok, because if she does not have 
the possibility of trying to speak, I think it is not a 
good thing for her to write. Then, I think this restricts 
her, isn´t it? (...) it is a disadvantage to use writing 
because it impedes her to speak, to stimulate 
speech”. (Participant S19)

When asked whether the language difficulties inter-
fered with the autonomy and decision making of the 
ALS individual, almost everybody said they do not 
perceive such aspect. However, the reports of those 
agreeing on the interference show to be significant and 
brought about topics such as isolation and shame of 
the limitations present in the ALS. Part of S11 partic-
ipant interview is shown as follows.

“He is avoiding talking to other people, he seems to 
be a little scared to talk, because I think other people 
are noticing this, he starts to question and isolates 
himself”. (Participant S11)

Such topics refer us to social interaction and routine 
related changes, inside and outside home, as shown in 
Table 3. 
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Most of the participants was emphatic about the 
changes in the social interaction and life routine of 
the individual under their care, experienced by some 
in a sudden way, and by others, gradually according 
to the ALS progression. The following was reported: 
reduction of activities done at home, leave from work, 
and reduction in the participation of activities the 
individual liked to do before, such as leisure and going 
to the church. The interviewees related such changes 
to the emotional and motor conditions, and represent 
an impact on the quality of life of the individual under 
care, as shown by parts of the interviews of S5, S7 and 
S11:

“Before he used to go out, to have a coffee in the 
bakery shop. Now, he no longer goes there because 
he has a hard time walking. Then I think he is 
becoming scared to walk too much, to make too 
much effort and get tired, that is it”. (Participant S5)

“He liked to go to the Bingo on Sunday, sometimes 
to the church, he used to participate a lot in church 
activities, to pray, but now he no longer does that”. 
(Participant S7)

“He wakes up kind of dragging himself. He has 
already changed his routine because he used to 
go out more, and today he no longer does that. For 
instance, depending on the place, he thinks it over 
before going”. (Participant S11)

Some interviewees mentioned the loss of autonomy 
to perform routine activities, because of motor diffi-
culties, with the individuals doing that more slowly and 
awkwardly, such as in the case of S9.

“She has difficulty to shower, I sit her on the chair, 
and she showers herself, sometimes I help (...) she 
needs help to go to the toilet, to rise from the toilet 
seat, to dress herself, the lower part makes it difficult 
for her to balance herself”. (Participant S9)

The main activity performed at home by ALS 
individuals, according to the reports of family members 
and/or caregivers, was watching TV, most of the time, 
going to the church sporadically, and going to medical/
therapeutic appointments. 

The following Table 4 shows the results regarding 
family members and/or caregivers´ perceptions of the 
feelings of individuals taken care of regarding the ALS.

Table 3. Perception of family members and/or caregivers of changes in the social interaction of the individual under their care (n=30)

Social interaction
Yes No

Frequency n (%) Frequency n (%)
Changes in life routine 24 (80.00) 6 (20.00)
Reduction of activities at home 24 (80.00) 6 (20.00)
Leaving work 27 (90.00) 3 (10.00)
Reduction of leisure activities 24 (80.00) 6 (20.00)
Loss of autonomy in ADLs because of motor conditions 16 (53.33) 14 (46.67)
Attending church 3 (10.00) 27 (90.00)
Medical and therapeutic follow-up 29 (96.67) 1 (3.33)

Caption: ADL - Activity of Daily Life

Table 4. Perception of family members and/or caregivers of the feelings of individuals taken care of, regarding the Amyotrophic Lateral 
Sclerosis (n=30)

Feelings
Yes No

Frequency n (%) Frequency n (%)
Signs of discouragement and frustration 18 (60.00) 12 (40.00)
Discouragement because of language difficulties 1 (3.33) 29 (96.67)
Discouragement because of motor conditions 15 (50.00) 15 (50.00)
Concerns with ALS evolution 6 (20.00) 24 (80.00)
Anguish because of the burden on the caregiver 3 (10.00) 27 (90.00)

Caption: ALS - Amyotrophic Lateral Sclerosis
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The interviewees said to notice signs of discour-
agement and sadness in the individual under their 
responsibility, expressed by constant crying, stress, 
frustration and concern for the evolution of the disease, 
as shown in parts of the interviews with participants S7 
and S14.

“I think she is depressed because she no longer 
wants to leave home. Even when we are there, 
sometimes I say: ‘come to the living room, come 
watching a movie we will play’, but she doesn´t 
want, she stays there laying on her bed, or sit on an 
armchair”. (Participant S7)

“Then I notice that he is sometimes sad, he is 
overwhelmed by this disease, he says he is useless 
(…). He said he is more emotional, feels more like 
crying, and that is true”. (Participant S14)

Interviewees´ reports show that the distress experi-
enced because of the disease progress is also related 
to the unsatisfaction regarding the trouble caused to the 
family member and/or caregiver, and only one partic-
ipant related the individual sadness to the language 
difficulties. Others referred to the motor conditions 
and loss of functional capacity caused by the ALS. As 
observed in the reports of S8 and S17:

“There are somedays when he is upset, sad, 
because although I try to be strong, I can´t, then 

somedays I also cry. Sunday, for instance, he looked 
me in the face, and I cried all the time, and obviously 
he starts to cry for seeing me like that”. (Participant 
S8)

“I think she has frustration, for having this hard 
time to communicate (….), sometimes she even 
complains a little, even if inside her head she thinks 
“I am a burden”, but then we tell her that if it were us, 
she would do the same”. (Participant S17)

In some interviews, important reports regarding 
prejudices from other people related to the disease 
were reported, since some people avoided contact 
with the ALS individual. Furthermore, they reported that 
ALS individuals feel ashamed and said they do not feel 
comfortable when asked about their limitations. 

This was the main justification given by family 
members and/or caregivers for the perceived isolation, 
expressed by the reduced social life and leisure activ-
ities, on the part of the individual under their care, even 
when invited to go out, they decide to stay home.

Self-perception of family members and/or caregivers 
regarding the caregiving process 

Table 5 shows the results regarding the self-
perception of family members and/or caregivers, partic-
ipants of the research, based on their experience with 
the caregiving process. 

Table 5. Self-perception of family members and/or caregivers of the aspects experienced in the caregiving process (n=30)

Aspects experienced
Yes No

Frequency n (%) Frequency n (%)
Anguish/concern 28 (93.33) 2 (6.67)
Emotional and physical overload 12 (40.00) 18 (60.00)
Change of personal routine 20 (66.66) 10 (33.34)
Difficulties in caregiving 10 (33.33) 20 (66.67)
Enough knowledge of ALS 12 (40.00) 18 (60.00)
Support from religion 3 (10.00) 27 (90.00)

Caption: ALS - Amyotrophic Lateral Sclerosis

Most of the participants showed to be distressed 
and/or concerned with the evolution of the disease, 
and the gradual loss of motor capacity by the individual 
under their care. A mother was outraged by her son´s 
situation. Among the changes in life routine, she mainly 
mentioned her leaving the work to become more 

focused on the day-to-day of the individual taken care 
of. In addition to this responsibility, allied to the physical 
and emotional overload, caregiving generates major 
suffering to the interviewees, as shown by the inter-
views of S2 and S8:
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“I feel revolt [cry]. Sorry son, but I am revolted 
because my son did not deserve that, I have a very 
big revolt inside me, but lots of faith, you know? I do 
not accept that for him, I never said that, but I do not 
accept, and for me he does not have this, I do not 
accept”. (Participant S2)

“I have been living as a prisoner of a disease, every 
day I prepare myself for the worse, I feel extremely 
as an adrift boat (...) I feel like a beast of burden, a 
lifeless person who is living for another person, that 
is it”.. (Participant S8)

When asked about specific difficulties in the 
caregiving process, a small number of participants 
reported to experience them specially in relation to 
the physical and emotional limitations of the individual 
under their care, as observed in the interviews of S7 
and S20:

“My biggest difficulty is the emotional aspect, 
because my mother-in-law, she was always like…., 
she was less emotional, and know she cries for 
anything. I have a hard time because I don´t want to 
be too invasive, you know?”. (Participant S7)

“My difficulty to take care of him is that he likes to 
take shower, and not always there is someone 
available to help him, and I have to bath him in the 
living room. And the difficulty to move him around 
(…)” (Participant S20)

The support from religion was more clearly 
mentioned by three participants, evidencing that they 
get support from faith to face the demands from the 
family member with ALS of and the emotional overload. 
At some point, they still wait for a cure through a 
miracle, as shown by the interviews of S4 and S16:

“I trust God a lot, I am very evangelic, and I know that 
what he has to go through, we need to support” In 
whatever necessary”. (Participant S4)

“We believe in some kind of miracle in his life, that 
he will leave this chair, I think everything returns”. 
(Participant S16)

Most of the interviewees said to believe they have 
enough knowledge about the disease, and that the 
main sources of information are the physicians, health 
care team and the Internet. Few participants had 
a background in health care or mentioned to have 
already taken care of ALS individuals or with difficulties 
alike.

“I have knowledge because of the experiences I 
had, my father-in-law, my mother-in-law, my mother, 
my grandmother, and in the health post. I read a lot! 
I research a lot! Doctor google provides me with lots 
of knowledge, of many things”. (Participant S2)

“I have knowledge because I have attended some 
years of Physical Therapy school”. I have also seen 
an ALS patient that time”. (Participant S9)

Current research limitations on strategies to retard 
the progression of the disease, possibilities of cure, 
better resources and equipment helping the treatment, 
were other issues present in the interview of the family 
member and/or caregiver, and which intensified their 
feeling of helplessness. 

DISCUSSION

Findings evidence that how family members and/or 
caregivers perceive and live with ALS individuals has a 
significant impact on the lives of such individuals and 
on their own lives, and consequently on the caregiving 
relation. Interviewees bring out reports of sadness, 
frustration, discouragement, stress, and anxiety, of 
both parties, related to the progression of the disease, 
and particularly to the motor limitations.

In addition, they manly refer to the physical and 
emotional overload, results similar to other studies 
results, which show that the more the disease 
progresses the bigger the dependency becomes15, 
when there is loss of mobility, communication diffi-
culties and respiratory failure, which causes a series of 
interferences with the routine, health and wellbeing of 
ALS individuals19,20.

In this research, the prevalence of 45 years old 
or more women, wives, and who takes care since 
the first symptoms of the ALS individual, was bigger, 
which, according to another study19, increases the 
risk of morbidity, since this relates to the lack of social 
support, more hours taking care of the ALS individual, 
in addition to disregarding their own health, reaffirming 
the importance of specialized professionals´ support to 
this group of family members and caregivers. 

In ALS, speech impairment quickly evolves, limiting 
the social relation and causing isolation, and this vulner-
ability experienced in the communication process 
makes it difficult to express desires, aspirations, and 
needs, causing frustration, and largely impacting the 
routine5 and life, both of individuals taken care of and 
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of interviewed family members and caregivers, as 
evidenced by the results found. 

Despite this being a frequent reality of ALS 
individuals, the findings of this study evidence that 
the interviewees reported having little difficulties of 
language with the individual taken care of, indicating 
they understand most of their demands in the daily 
routine. This is justified for the fact that they know the 
routine and most urgent needs of the ALS individuals, 
which facilitates dialogue and minimizes the effects of 
the existing speech and language impair.

In the perception of nearly all family members and/
or caregivers, such difficulties, even when existent, 
have little interfered with the interaction and communi-
cation with the ALS individual. However, they report the 
impaired communication with other interlocutors, such 
as neighbors and friends. 

Likewise, the study participants believe such 
language difficulties little interfere with the autonomy 
and decision making of the ALS individual under 
their responsibility. However, we point out that the 
interviewees caused to the researchers, during 
the conduction of interviews, the impression of not 
being sure of the actual meaning of “autonomy” and 
“independency” in decision making. In our opinion, 
findings seem contradictory to a certain degree, since 
participants reported that the choice was done because 
of the interaction and/or convenience, and because 
they understood the needs, and not because that was a 
choice of the ALS individual him/herself. 

Although language difficulties were reported by 
some participants, the use of AAC as a dialogical 
interaction facilitating strategy was little mentioned. 
Furthermore, some of them said they do not know such 
systems, and others pointed out that their utilization 
could disturb speech improvement. However, it was 
noticed the use of other forms of communication, such 
as cellphones, writing and gestures that, by definition, 
are regarded as augmentative and/or alternative 
communication, although people in general do not 
know that. 

Differently from the belief that AAC can inhibit 
speech, the scientific literature of the field says that 
using it can benefit language and the interaction of 
people with complex communication needs, with a 
positive impact on the quality of life, mood, and mental 
health of ALS individuals and their caregivers2,5, since 
it facilitates autonomy, social interaction, and supports 
decision making processes.

Despite the report of use of other strategies to facil-
itate communication and the acknowledgment of their 
importance when speech is unintelligible, participants 
also pointed out they do not attain more progress due 
to the existing motor difficulties. The interviewees point 
out that such limitations do not facilitate the access to 
the AAC, in addition to make them fear fatigue in the 
short run. 

The lack of professional guidance is one of the 
major barriers for the use of the AAC, which takes place 
in a discontinuous fashion, converging to the findings 
of other studies6,7.

Despite the difficulty to communicate with family 
members and caregivers was not frequently reported, 
this difficulty with other people, such as friends and 
neighbors, was a different reality reported. Such results 
reiterate other studies showing that speech difficulties, 
with the need to repeat phrases, for instance, end up 
causing frustration, isolation, and reduction of commu-
nication situations4.

According to the interviewees, the more the 
individual condition worsened, the fewer were the activ-
ities performed, and they reported that the individuals 
taken care of spent most of the time watching TV. 
When asked about the impact of that condition on the 
life of the ASL individual, they said they feel that such 
situation made them sad, discouraged and increasingly 
silent. Even depression being one of the symptoms 
associated to ALS, it doesn´t appear much in the liter-
ature21, differently from the perception of this research 
participants who pointed out that they notice more 
discouragement, sadness, and social isolation of the 
ALS individuals in the course of the disease, as shown 
by the findings of this study. 

Insofar ALS progresses, the suffering of family 
members and/or caregivers also increases. The tension 
in performing this role, due to the several demands 
generated by taking care of the individual, both physical 
and emotional, as well as the everyday responsibility for 
managing the health and administrative needs, ends up 
also causing harm to the quality of life, as addressed in 
other studies15, which corroborates the results of this 
research. 

The findings show that this process is experienced 
with lots of anguish and suffering, similarly to research 
that associates the decline of quality of life of those 
managing their physical demands and the behavioral 
changes present in ALS19. Also in that regard, such 
authors observe that modifications in the couple´s 
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routine, loss of intimacy and exchange of caregiving 
roles, increasingly intensify this impact.

Furthermore, other authors14 point out that one of 
the more common consequences, in that situation, 
is the feeling of imbalance in the relationship with the 
family member receiving care. Researchers say there 
could be a detachment in this relation, either between 
life partners, or between an adult and the elderly 
parent, because the caregiver is more focused on 
the ALS individual and on managing the resources, 
and this becomes more intense when the individual is 
cognitively and behaviorally impaired. 

Results show the impact on the life routine of 
the family member and/or caregiver, after the ALS 
diagnosis, which implies the attention focused on the 
individual under care. The participants´ discourses 
are significant and express unsatisfaction, physical 
and emotional overload, solitude, signs of depression, 
anxiety, and concern for one´s own health, as also 
shown in other studies11.

Findings evidence spirituality and religious beliefs as 
sources of support, and ways to deal with the distress 
resulting from the reality with the ALS, as described 
by some authors19, who consider the existence of a 
correlation between spirituality and stress. They also 
suggest that a spiritual counsel could be part of the 
team of assistance to the ALS individual. 

In this research, most of the family members and/or 
caregivers reported not having difficulties in taking care 
of the individual under their responsibility. Furthermore, 
they said they have enough knowledge about the ALS. 
This finding differs from other studies that point out 
the lack of knowledge about the disease and negative 
experiences in the diagnosis and treatment, especially 
related to the lack of empathy from the medical team, 
as an aggravating factor of the quality of life, both the 
ALS individual and of his/her family member and/or 
caregiver11.

CONCLUSION
According to the findings of this study, it is observed 

that most participants are family members who perform 
the role of caregivers of ALS individuals, since the onset 
of the first symptoms. Most of them did not mention 
language difficulties in the daily routine with the person 
taken care of, indicating this is easier because of their 
constant interaction, even when there is some speech 
alteration. Furthermore, they were not perceived as 
limiting the autonomy and decision making by ALS 
individuals, when compared to physical and emotional 

limitations. The use of their own ways of communication 
was reported by few participants, thus, evidencing the 
lack of knowledge about the available resources and 
their benefits. 

The results show a reduced social interaction by 
ALS individuals, difficulties to perform activities inside 
the residence, leave from work, and reduction of leisure 
activities, thus, revealing signs of isolation. 

As for the impact of the disease and its limitations on 
the lives of family members and/or caregivers, they said 
that during the disease progression, there is a negative 
repercussion on their own perception and feelings, 
disturbing their quality of life. 

The study points out signs of anguish, anxiety 
and concern for the prognosis and evolution of ALS 
individuals’ limitations. In this regard, there were refer-
ences to the physical and emotional overload, because 
they perceive themselves as responsible for managing 
the health and administrative needs of individuals 
under their care, making their routine focused on ALS 
individuals. 

Therefore, it is important to pay close attention to 
the needs of caregivers, in addition to those of ALS 
individuals, creating a support network to follow up the 
damages caused by the ALS, in this caregiving relation. 
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ANNEX 1 - SCRIPT OF THE INTERVIEW WITH FAMILY MEMBERS/CAREGIVERS

Family Member/Caregiver: 
Date of Birth:      Sex:
Education (years of study):     Educational background:
Profession:
Family relationship:     Caregiver (   )   Companion (   )
For how long she/he takes care of the person:
Time from ALS diagnosis:
Interview date:      Interviewer:

1. How and when ALS difficulties were noticed? What symptoms/signs were noticed by the person or by the family?

2. What cares have been taken ever since?

3. What medical and therapeutic procedures are performed by the individual under care?

4. Since ALS diagnosis, how is the speech of the person under your care?  Do you think it is difficult to understand what the individual 
says? 

5. If the individual shows difficulties, how is their communication with you and the others - family, friends, and neighbors? 

6. Do you think these difficulties interfere with the life of the individual under your care? How? Do you think they interfere with the 
process of autonomy, choice and decision making?

7. Does the person under your care use some other form of resource to communicate? If yes, what are the facilities and difficulties 
in using this communication resource?

8. After ALS diagnosis, how is the feeding of the person under your care? Does he/she have difficulties to swallow, chew, or with 
different food consistencies?  Loss of appetite? Need of help?

9. Since ALS diagnosis, do you observe changes of attention and memory of the person under your care? 

10. After ALS diagnosis, do you note signs of depression of the person under your care?

11. After ALS diagnosis, were there changes in the life routine of the person under your care inside and outside home?

12. What activities the person under you care usually performs at home? Does he/she perform activities of daily life alone or with help? 
Does he/she have reading habits?

13. What activities the person under your care performs outside home? Does he/she keep leisure habits and social life (church, movies, 
visits to family members and friends, and others)?

14. Talk a little about yourself, what were the changes in your life after the ALS diagnosis of the person under your care? How are you 
feeling?

15. Do you think you have enough knowledge about ALS to take care of the person under your responsibility? What difficulties do you 
feel when taking care of the person under your responsibility? Is there any other information you would like to have?

16. Would you like to make any comments?  

REMARKS: 

______________________________________________________________________________________________________


