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Introduction
Amyotrophic lateral sclerosis is an adult onset, fatal disorder, cha-

racterized by degeneration of both upper and lower motor neurons, 
muscle atrophy and weakness. Subsequently, spreading paralysis of 
the voluntary muscles often develops, and eventually it can also rea-
ch respiratory muscles.1 It is now well recognized that psychological 
counselling and support play a crucial role in ALS patients and their 
families.2‒4 Psychosocial and emotional support for patients and care-
givers is fundamental both in the moment of clinical diagnosis and du-
ring the disease progression,2 till terminal stages and death. The pre-
sent study considers 24 Italian psychologists, members of the Italian 
Group of Psychologists for Amyotrophic Lateral Sclerosis (GIPSLA) 
and actively working with ALS patients in different and complemen-
tary settings: hospitals, homes, help groups. Psychologists working 
in hospitals help patients face the difficulty of being hospitalized and 
help caregivers to approach the assistance burden. Psychological as-
sistance at home embraces the need of all the family’s system.5 The 
Help Group represents a moment of encounter and a way to face suffe-
rings related to the disease6 and is based on active participation, in that 
people are considered as both help suppliers and beneficiaries. The 
aim of the present study is to provide suggestions for psychologists 
working with ALS patients, defining the specific needs of the patients 
and caregivers in each disease stage and setting. Focus groups within 
GIPSLA psychologists were used for data collection. Gipsla is com-
prised of psychologists and psychotherapists that work for ALS cen-
ters spread throughout Italy. It is promoted and supported by AISLA, 
a non-profit Italian Association for ALS that guarantees the caregiving 
of these patients. GIPSLA’s psychologists usually meet with the aim 
of training, discussing and sharing the best modalities to manage psy-
chological support in such a complex field. The suggestions obtained 
using this qualitative approach and the expertise of this group may 

be considered as an example for clinicians that are dealing with ALS 
patients or with neurodegenerative diseases more in general.

Materials and methods
A focus group approach was used to explore the main application 

of psychology intervention in the ALS field. A focus group is defined 
as a form of group interview that explicitly uses group interaction in 
order to explore people’s experiences, attitudes and knowledge encou-
raging them to talk and to engage with one another.7 Focus group dis-
cussions were described as the most appropriate method for the pur-
poseful use of interaction to facilitate the expression of ideas, to ge-
nerate meaningful opinions and suggestions8 and to explore different 
types of solutions.7 Convenience samplings were used and 34 GIPS-
LA psychologists were selected by email. 10 professional refused to 
participate, most of them for logistic reason especially the distance 
between the headquarter and their residence. The 24 participant were 
divided into focus groups of 8 participants, according to literature 
smaller groups can be effective for complex topics and especially with 
expert participants as in that case.9 Groups were divided according to 
three topics relative to the different areas of intervention: hospital care 
(group A), home care (group B), help group (group C). Participants 
were aware of the purpose of the study. Two focus group sessions 
were defined and structured for each of the three areas. During the first 
focus group session, the psychologists were asked to reflect and iden-
tify the psychologist’s fundamental moment of intervention during the 
disease progression in each area of intervention. During the second 
focus group session the psychologists were asked to delineate specific 
suggestions, chosen during the first session, useful in clinical practice 
and specific for each step of the disease. This approach allowed us 
to compare and discuss the research and the clinical experiences in 
order to define suggestions addressable to professionals. The focus 
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Abstract

Objective: The present work collects considerations on the state of the art and the exchange 
of psychologists’ professional opinions from all over Italy. Psychological support is offered 
along the whole progress of the disease, thus different settings are required. In this work we 
considered the three main areas of psychological intervention: hospital, home, help group.

Main outcome measures:  Qualitative approach was used to analyze suggestions from 
psychologists working in the ALS field. Focus groups were used to collect data.

Results:  Specific suggestions for each context were obtained collecting data from 
professional focus groups as the main purpose of the work.

Conclusion: The base assumption for all of the professionals is to respect each patient’s 
need and value. Common objectives of this area are promoting awareness, improving 
adjustment and reducing emotional distress, together with support in communication and 
decision-making processes.

Keywords:  neuromuscular disease, psychological practice, home assistance, support 
groups, hospital team care
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group sessions were arranged in AISLA’s Milan headquarter in a non-
-clinical setting and a person for each area moderated the discussion, 
allowing continuity. The three moderators were the three main experts 
in each area and were recruited considering the proficiency and capa-
bility in conducting focus group sessions. Qualitative data analysis 
involved several readings of reports managed by three coders (trained 
psychologist), from which key themes and concepts were developed 
to obtain practical suggestions for psychologists, as reported hereaf-
ter. The main author provided a list of code for the analysis of the key 
themes, identified in advance from the data in order to obtain practice 
suggestion for psychologist in the different sessions.

Results
Data collected from the focus group sessions allowed to define 

the three topics of psychological support in ALS, shared among the 
different areas of intervention (A, B, C): initial coexistence with the 
disease, therapeutic decisions and dealing with end of life stages. 
These results represent different steps of the disease, where patients’ 
experiences have different emotional and behavioral conditions.10 For 
each stage of the disease, psychological suggestions were obtained 
and collected considering the main topic of intervention, as follows.

Group A: hospital
The beginning: diagnostic and prognostic phases are very delica-

te moments, full of expectations, worries11 and beliefs, connected to 
perceived symptoms.12 The first psychological interview aims at as-
sessing the following aspects: patients’ emotional experiences,13 rela-
tional dynamics, patients’ resources, and personality traits. Emerging 
elements may become a useful source of information for physicians, 
contributing to build a more effective and customized communication 
process.

Suggestions

1.	 Generally, during diagnosis/prognosis communication, while the 
physiologist is concerned, individual sessions with the patient 
and the caregiver should be planned. In cases in which the patient 
is hospitalized and still hasn’t received the diagnosis, the psycho-
logist should plan individual sessions.

2.	 In critical situations, in agreement with the physician, the psycho-
logist should be present during the diagnostic communication, in 
order to collect more information for a subsequent psychological 
intervention and to be able to give an emotional support.

3.	 Structured sessions with both the physician and the psychologist 
are recommendable a few days after the diagnosis communica-
tion. The psychologist assesses how the patient and his/her care-
givers managed the communication and the consequent cognitive 
and emotional elaborations. Distorted information and expecta-
tions must be recognized in this setting and, if present, shared 
with the physician.

Living with the disease:  Psychological sessions for inpatients are 
structured into a care route arranged with the medical team working 
on the patient’s case. Sessions include different approaches: assess-
ment interviews, psychometric and neuropsychological evaluations, 
psycho-educational interventions, support and mediation counselling.

Suggestions

a.	 It is important for the psychologist to share information of clini-
cal cases with all of the professionals, in respect of the professio-
nal secrecy. This approach can promote therapeutic analysis of a 
patient case as well as a professional growth.

b.	 The first psychological session may be followed by a psychome-
tric assessment of the cognitive and emotional profile. Previously, 
both the psychologist and other co-workers should define a neu-
ropsychological battery prototype to use, considering time avai-
lability and clinical cases.

Therapeutic decision: and end of life: dealing with end-of-life de-
cisions is complex and distressing for both patients and relatives.14,15 
Any care option in the hospital during the late stages (pharmacologi-
cal, therapeutic, functional or social) should respect personal choices 
and individual time necessary for psychological elaboration.16 The 
possibility of modifying over time the decision taken is safeguarded.15

Suggestions

i.	 The psychologist should support patients/caregivers/families du-
ring decision-making processes, planning meetings over time, in 
respect of one’s personal time of elaboration.

ii.	 The psychologist should help the physician in identifying the ri-
ght time for a patient to reflect about end-of-life choices before 
emergency occurs.

iii.	 The psychologist should verify the awareness of patients and of 
their familiars on possible health complications. Awareness has 
indeed the power of influencing the patients’ choices.

iv.	 In case of cognitive deterioration or mental disorder compromi-
sing decision making ability, the head of a legal guardianship 
should be recommended.

Group B: home
The beginning: psychologist’s intervention at home may occur 

consequently to a care team’s suggestion on patients’/family’s request 
or to recommendation from trade associations. Psychologists first che-
ck the continuity of medical and social assistance, then assess needs 
and collect the patient’s clinical history as in the hospital context, with 
the flexibility needed for the more informal context.

Suggestions

1.	 The psychologist must pay more attention on the home setting 
and on how to create a therapeutic alliance not only with the pa-
tient, but also with the family members.

2.	 The psychologist should be available for every family member, in 
respect of everyone’s privacy.

3.	 An assessment session is useful also for the patient’s primary ca-
regiver.

4.	 Timing of meetings may be modulated over time in respect of the 
family’s routine and clinical needs.

5.	 It is recommended to plan periodical meetings with the care team.

Living with the disease: the psychologist supports patients and their 
caregivers through the re-organization of daily living. Psychological 
intervention during the progression of the disease consists in one or 
more psychoeducational sessions, psychological support and media-
tion. The aim is to restrain the distress and to reinforce the resources 
of the context.17‒21

Suggestions

a.	 After a primary meeting a follow up should be offered to assess 
psychological distress, even when a specific request for psycho-
logical support is absent.
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b.	 According to the family request, the psychologist can organize 
meetings for psychological monitoring.

c.	 The psychologist should promote the social support for the pa-
tients and relatives, stimulating also the maintenance of contacts 
beyond the relatives.

d.	 Periodic meetings with all of the professionals working at the 
domicile are recommended, in order to share information and fe-
elings about the family dynamics and to find an individualized 
communication and relational strategy.

Therapeutic decisions and end of life: after hospitalization, the pro-
cess of decision-making should proceed at home 22,23. Doubts and fear 
could emerge during this time and the psychologist should evaluate 
the comprehension and elaboration of the information provided by the 
physician during the hospitalization.

Suggestions

a.	 Before facing this subject with the patient, the psychologist 
should assess family dynamics in that conflicts related to crucial 
decisions may emerge and involve also family members that see-
med to be distant from the circumstances.

b.	 The psychologist must be in touch with the patient’s clinicians in 
order to share information about end of life decisions.

c.	 During the stage of end of life decisions, the psychologist should 
incentivize the family to approach the concept of death and to 
speak about their fears.

d.	 The presence of a minor into the family requires particular atten-
tion. Specific support strategies should be provided and consent 
from both of the parents should be given.

Group C: help group
The beginning

It is important to highlight that Help Groups do not substitute in-
dividual psychological support or psychotherapy, which are recom-
mended in case of severe psychopathology diagnosis or distress.24 The 
psychologist in this setting acts as a communication facilitator who 
engages patients, caregivers and families. The psychologist may also 
collaborate in providing information material to patients and caregi-
vers25 and has also the possibility of involving different field experts 
during the meetings.

Suggestions

1.	 It is suggested to plan at least one clinical interview in order to 
assess socio-relational context and emotional state before the par-
ticipation. Such a preventative measure protects the person and 
the group and is useful to understand needs and expectations of 
everyone.

2.	 The psychologist must evaluate the level of awareness of the di-
sease before the beginning of the group sessions.

3.	 The psychologist defines group frequency (every 15/30days), 
duration (around 90minutes), place and amount of meetings. A 
defined frequency setting should be determined, possibly in a 
non-clinical location.

Living with the disease:  the psychologist promotes empowerment 
and autonomy of each member with the aim of developing individual 
potentials using the group as the main resource.

Suggestions

a.	 The psychologist should always be active in an indirect way, like 
a director who leads a script written by the group members.

b.	 The psychologist promotes listening, empathy and sharing.

Therapeutic decisions and end of life: during the last stage of the 
disease people are unable to take part to the group sessions and the 
psychologist must be able to follow their last days of life.

Suggestions

1.	 The psychologist should support patients’ and caregivers’ diffe-
rent decisions to leave the group.

2.	 The psychologist should be aware of people’s absence and should 
share information about it with the group.

Conclusion
There is a lack of research on the efficacy of psychological inter-

ventions and there is the need to develop “best practice” for psycho-
logist working in ALS field.26 Each stage of Psychological interven-
tion is essential; ALS requires specific moments for information and 
communication, together with a proper time to face the symptoms’ 
progression.13 In this study suggestions for psychological assistance 
were identified considering the different disease stages and the set-
tings of intervention following guidelines for palliative care.26 Three 
different areas of psychological intervention were analyzed as consti-
tutive of Italian sanitary health structures: hospital, domicile, and help 
group. This study highlights many shared features among these settin-
gs but also differences relative to specific moods. In each context and 
moment, since they have the access to personal life stories and they 
can offer a different comprehension of people’s beliefs and behaviors 
and a better knowledge of patients’ levels of awareness, psychologists 
should integrate the care team. In every case, psychological interven-
tion has the main goal of offering presence and comfort independently 
from cultural or gender differences, providing empathy to all of the 
people involved in the disease that should be included in a multidis-
ciplinary approach to the disease itself.28 In particular, the promptness 
is the peculiarity of psychological support during hospitalization that 
can be offered during all of the disease progression, even in critical 
stages. At home, particular attention is placed to family dynamics; the 
intervention here is characterized by the creation of a proper setting. 
In Help Groups the psychologist focuses on the resources of each par-
ticipant; coping strategies29 are shared among the participants to face 
distress and to create a networking against existential isolation.18‒30 
During the last decade, attention to psychological approach in neuro-
muscular diseases increased,31 nevertheless a definite model of inter-
vention is absent and there is a lack of guidelines in literature. This 
work represents the first step in finding a uniformed psychological 
approach for Italian ALS patients in Italy. Sharing knowledge and te-
chniques among GIPSLA members could consent to find suggestions 
of interventions that could help the professionals involved in the care 
of ALS patients, providing a better management of patients’ needs. In 
the future, qualitative markers could be defined to standardize the pro-
cedures of patients’ care and to evaluate the service quality. Starting 
from this work, the group identified and shared topics that need fur-
ther analysis, such as the defining of common instruments to evaluate 
psychological features of ALS patients and to understand the efficacy 
of psychological intervention. Further meetings are also necessary to 
create an international network that could settle proper guidelines for 
psychological practice in this field.
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