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Abstract

Around 80% of patients with amyotrophic lateral sclerosis (ALS) suffer from dysphagia,
which increases the risk of malnutrition and pneumonia, and correlates with death. To
diminish that risk, it is important to involve patients in their dysphagia care in order to
introduce interventions in time. To explore how ALS teams manage dysphagia, a 27-
item survey was distributed to professionals in Swedish ALS teams. Less than half of the
respondents (46%) reported a routine regular dysphagia screening. Dysphagia screening,
early information, and training of swallowing functions occurred more frequently in
bulbar onset than in the spinal. In this study, nurses were reported to be responsible for
delivering dysphagia information. At the same time, it was revealed that they felt uncertain
about dysphagia management. The results provide information for an initial team checklist
with defined interventions to support the team management of dysphagia in ALS.
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Abstract

Cirka 80% av patienter med amyotrofisk lateralskleros (ALS) lider av dysfagi, vilket okar
risken for underniring och lunginflammation samt associeras med for tidig dod. Denna
risk kan minskas om patienten involveras i sin dysfagivard och atgirder introduceras i
tid. For att undersoka hur ALS-team hanterar dysfagi skapades en enkit med 27 fragor
som riktade sig till ALS-team i Sverige. Mindre &n hilften av respondenterna (46%)
rapporterade att de hade en rutin for regelbunden screening av dysfagi. Screening av
dysfagi, tidig information och trining av svaljfunktioner férekom oftare vid bulbir ALS
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an vid spinal ALS. I denna studie rapporterades sjukskoterskor vara en av de yrkesgrupper
som hade ansvar for att ge information om dysfagi. Samtidigt framkom det att de kinde sig
osdkra pa hanteringen av dysfagi. Resultaten i studien ligger till grund for ett utkast av en
checklista med definierade atgirder som kan stodja teamets hantering av dysfagi vid ALS.

Keywords: amyotrofisk lateralskleros; insatser vid dysfagi; interprofessionellt team

Introduction

Amyotrophic lateral sclerosis (ALS) is a fatal progressive disease that causes degen-
eration of both upper and lower motor neurons, which leads to muscle weakness.
The incidence rate of ALS in Sweden is 4.1 per 100,000 persons per year. Incidence
rates increase with advancing age, and the mean age at diagnosis is 68 years (Imrell
et al., 2024). The onset of symptoms is bulbar in approximately 30%, with dysphagia
and dysarthria as the first symptoms, and spinal in 70%, with weakness in a limb as
the first symptom (Millul et al., 2005). The disease progresses over time with increas-
ing weakness causing paralysis in the body, swallowing difficulties, and problems
with communication and breathing. Since there is yet no effective drug treatment
for ALS, treatment is mostly symptomatic. The disease progresses in average over 4
years and only 20% patients live for longer than 5 years post-diagnosis, with faster
progression and shorter survival in patients with bulbar onset (Chio et al., 2009).
Most commonly, death is caused by respiratory failure, cardiovascular disease, pneu-
monia, and pneumonitis (Larson et al, 2023). More than 40% of the ALS patients
also demonstrate cognitive impairment (Montuschi et al., 2015; Phukan et al., 2012).
Frontotemporal dysfunction and behavioral changes are common and might affect
the patient’s ability to stay involved in healthcare decisions (Strong et al., 2009).
Regardless of bulbar or spinal onset more than 80% suffer from dysphagia. When
the symptom progress is slow, swallowing difficulties are often underestimated due
to adaptation, and swallowing difficulties have been visualized in patients before
reporting any changes in eating habits (Higo, Tayama, & Nito, 2004; Onesti et al.,
2017). Oral muscle weakness is an early symptom that leads to difficulties to control
both solid and fluid boluses orally. Dyscoordination and weakness in the pharyngeal
muscles lead to delayed and reduced elevation of the larynx with risk of aspiration
during or after swallowing. The symptoms progress over time with increased risk
of aspiration (Ertekin et al, 2000; Higo et al., 2004). Thirty-three percent of ALS
patients have been found to have laryngeal sensory deficits, and among those with
dysphagia, 20% have an impaired cough reflex. This indicates that, in event of aspira-
tion, there is a risk of compromised airway protection (Ruoppolo et al., 2013, 2016).
Weight loss is a common feature in ALS and a strong and independent nega-
tive prognostic factor (Ludolph et al., 2023). Reduced weight and lowered body
mass index (BMI) are known risk factors for premature death in ALS. Conversely, a
higher fat mass can lead to longer survival (Janse van Mantgem et al., 2020; Marin
et al., 2011). However, dysphagia is not the only cause of weight loss in ALS, and
factors, such as decreased appetite, loss of muscles and hypermetabolism, are also
significant (Janse van Mantgem et al., 2020; Ludolph et al., 2023; Ngo et al., 2019).
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Therefore, it is important to investigate the underlying cause of weight loss to intro-
duce appropriate interventions.

A common intervention to secure nutritional intake is percutaneous endoscopic
gastrostomy (PEG). It is recommended in the presence of bulbar symptoms and
weight loss of more than 10% and increases survival with at least 6 months both in
spinal and bulbar ALS (Andersen et al., 2012; Spataro, Ficano, Piccoli, & La Bella,
2011). However, PEG placement comes with a surgical procedure, and in patients
with a forced vital capacity (FVC) less than 50%, there is an increased risk of respira-
tory failure and death. Therefore, it is important to introduce interventions, such as
PEG before respiratory function becomes too impaired (Andersen et al., 2012; Russ,
Phillips, Mel Wilcox, & Peter, 2015).

To facilitate that interventions are introduced in time, contact with a multidis-
ciplinary team is recommended in the presence of ALS diagnosis. The team should
offer a regular contact with follow-up every 2-3 months for patients with ALS, and
swallowing function is to be assessed at every follow-up (Andersen et al., 2012;
National Institute for Health and Care Excellence, 2019).

Medical care should also focus on facilitating decisions for the patient. In
patient-centred healthcare, the individual’s own values and preferences should be
a guide in decision-making (Brummel-Smith et al., 2016). Decision-making can
be seen as a cyclic process, including stages of participant engagement, establi-
shing choices, decisions of how to proceed, and decision implementation (Hogden,
Greenfield, Nugus, & Kiernan, 2015). The National Institute for Health and Care
Excellence (2021) recommends that decision-making should be supported by offe-
ring interventions at different stages during the process of the disease, both before,
during, and after discussion with the patient. It is also suggested that healthcare pro-
fessionals should ask patients whether they want significant others to be included to
facilitate decision-making.

The role of SLP includes educating and supporting individuals with ALS to faci-
litate eating and handling dysphagia in the best ways. Information should include
risks of malnutrition and dehydration as complications of dysphagia. An important
part of the SLP’ role is to inform about compensatory strategies, such as postu-
ral swallowing techniques, diet modifications, and optimised eating behaviours to
minimize the risks of aspiration and to facilitate swallowing and meals. The aim of
the SLP intervention is to maintain safe and efficient oral intake for as long as pos-
sible. It is also important to inform about PEG and notice when the need of PEG
appears (Plowman, 2015; Strand, Miller, Yorkston, & Hillel, 1996).

To prolong oral intake during progression of the disease, a shift from reactive to
proactive and patient-centred approach is suggested. This includes early involve-
ment of SLP management to evaluate and introduce training of swallowing functions
before dysphagia symptoms appear (Rogus-Pulia & Plowman, 2020). For example,
there are findings indicating that expiratory muscle strength training (EMST) at a
mild-to-moderate intensity has a positive effect on expiratory force and suprahyoid
muscle strength in patients with ALS in early stages, which affect upper oesophageal
sphincter opening and allow for a more efficient bolus transit from the pharynx to
the oesophagus (Plowman et al., 2016b, 2019).

Taken together, both recommendations and experiences of clinical practice
emphasise that the patient must be informed early in the disease process, and that
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the swallowing function must be assessed on a regular basis by the ALS team. These
routines are important, since there is a risk that patients will adapt to slowly pro-
gressing swallowing difficulties, and, as a result, miss to report dysphagia. Regular
follow-ups can potentially result in patients gaining a better understanding of their
own care, and thus increased patient compliance, which can improve the possibility
to offer interventions in time. Contrarily, neglecting the management of dyspha-
gia increases the risk of related complications, which might impact survival of the
patient. Absence of standardised clinical guidelines, or low compliance with clinical
recommendations can lead to both discrete symptoms and new symptoms being
missed. To address this, understanding the experiences of Swedish ALS teams is
essential, as it facilitates the development of recommendations that enable the ALS
team to support greater patient compliance.

The aim of this study was to explore how ALS teams inform their patients about
dysphagia, to identify factors of success and barriers for patient participation, and to
facilitate for the healthcare to offer relevant interventions in time.

The following research questions were asked:

o How do Swedish ALS teams manage dysphagia care?

o What is the ALS team’s experience of the patient’s possibility of being involved in
the dysphagia care?

« What does the ALS team consider important to inform about in order to increase
the patient’s possibility to be involved in decision-making and dysphagia care?

o When and at what intervals during the process of the disease does the ALS team
experience they have to inform about dysphagia?

o What tools or methods are used to simplify informed decision-making for the
ALS patient?

» Which factors of success and which obstacles can the ALS team identify as signif-
icant for patient’s compliance and decision-making?

Methods
Procedure

To explore how dysphagia in ALS is managed, a digital survey was created using
Google Forms. The target group of the survey was professionals in ALS teams in
the specialised healthcare in Swedish hospitals. The survey was revised after having
been evaluated by a test panel. The answers were analysed quantitatively, and the
free-form text responses were summarised narratively. Findings are presented in
text and graphs to show what items were reported to be important in the dysphagia
care in ALS.

Participants

Of the 25 respondents, 24 were included in the study. One respondent was excluded
due to their comment indicating they did not work within an ALS team. This indi-
vidual also selected the “Do not know” option more frequently than other partici-
pants, particularly for questions concerning team-based management of dysphagia
in ALS. There was no specific question verifying whether participants worked in
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an ALS team. However, information about the target group (professionals in ALS
teams located in specialised healthcare in Swedish hospitals) was provided in the
survey instructions. Information about the participants’ self-perceived experience
of working in an ALS team is shown in Table 1. There are specialised ALS teams
located in the university hospitals and several regional hospitals in the 20 regions
of Sweden (Longinetti et al., 2018), and the objective was to include as many of the
ALS teams as possible with a goal of 20-40 participants to ensure representation
from multiple teams. To reach out to as many ALS teams as possible, the survey
was spread through Facebook groups and e-mail to known Swedish ALS networks.
When requested, the survey was also sent by e-mail to enable participants to forward
the survey to other colleagues in their teams.

The survey was open for 2 months during the spring of 2022. After the first
month a reminder was sent out. The survey was anonymous, and it was voluntary
to participate. No compensations were offered to the respondents. Participants were
informed that they consented to participating by submitting their responses to the
survey questions but could cancel their participation at any time before submitting.

Survey

Based on the literature and clinical experience, questions were formed to answer the
research questions of the study. To maintain the respondents’ interest but still be able
to answer all the research questions, the number of questions and answer options
were considered. To obtain face validity and content validity, the survey’s content,
form, and extent were evaluated in a pilot test (Patel & Davidson, 2019) by two SLPs
and one social counsellor at the same hospital as that of the first author. All three
had experience of multidisciplinary teams and some experience of ALS patients. The
SLPs had extensive experience in dysphagia management.

In the first version of the survey, there was a mix of open- and close-ended ques-
tions. The test panel provided feedback on how easy the questions were to answer,
and on the questions’ clinical relevance. Based on their feedback, the questions were

Table 1. Participant characteristics, and self-reported experience of working in an ALS team.

Experience n (%)

Participants n (%) Very large Large Average Small Very small
Women 20 (83%) 5 (25%) 6 (30%) 8 (40%) 1 (5%)
1(25%) 3 (75%)
6 (25%) 6 (25%) 11 (46%) 1 (4%)
1(33%) 1(33%) 1 (33%)
1 (50%) 1 (50%)
1.(50%) 1 (50%)
2 (22%) 2 (22%) 4 (44%) 1 (11%)
2 (50%) 2 (50%)
2 (50%) 2 (50%)
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rephrased from open-ended to close-ended to reduce the risk of non-valid respon-
ses. A central concern of the test panel was to ensure that the questions were easy to
understand and respond to. Another consideration was making the survey accessi-
ble on smartphones. Consequently, the number of response options was narrowed
down. For rating scales, 3-5 options were provided, such as “less than half,” “half)
and “more than half] depending on the content of the question. Throughout the
process, the survey questions were frequently compared to the research questions to
ensure that they would collect relevant answers. Questions and answer options were
designed with the intention of minimising the risk of respondents feeling offended
(Trost & Hultaker, 2016).

The final version of the survey consisted of 27 questions divided into four parts:
demographic information about the respondents (five questions), the ALS team
composition (five questions), management of dysphagia in ALS (10 questions), and
team experience of the patients’ participation in their own dysphagia care (seven
questions) (Appendix A).

Data analysis

Descriptive data from the survey was compiled and presented in graphs and text.
Excel was used to analyse frequency counts, mean, mode and range of the collected
data, and to form frequency diagrams and tables to provide a descriptive represen-
tation of the data. Qualitative data from the free-text answers was analysed and then
presented in text.

Ethical considerations

Since the collection of data was anonymous and no personal data was requested,
this was not an errand for review by the board of ethics and no ethical approval was
required according to the Declaration of Helsinki. However, an anonymous partici-
pation can still result in feelings of guilt and inadequacy. To control this, feedback on
survey questions and answer options was requested from a test panel; since this was
not fed back as a problem, the risk for feelings of guilt was considered low. To further
diminish risk of guilt, as well as the risk of influencing the participants’ choice of
answers, the questions and response alternatives were formed in a non-judgmental
way. To offer the answer “Do not know” as a ready-made option was also a way to
make answering the survey more unprejudiced.

Increased knowledge about clinical routines gathered from ALS teams provides
a valuable perspective and helps to identify the factors of success as well as barriers
to patient participation. This can help reduce patient stress and positively impact
socioeconomic factors, as untreated dysphagia leads to increased healthcare utili-
sation and costs (Attrill, White, Murray, Hammond, & Doeltgen, 2018; Patel et al.,
2018).

Results

The results are presented in three areas based on the structure of the survey: the ALS
team, dysphagia management, and experience of patient participation. Demographic
information is presented in the “Methods” section.
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Multidisciplinary ALS team

Most of the 24 participants spent only part of their working hours with ALS patients:
17 respondents (71%) reported that less than half of the time was spent on this
patient group, only two respondents (8%) estimated that half time is spent, and five
respondents (21%) claimed that more than half the time was spent on ALS patients.
Time spent distributed on occupations is shown in Figure 1.

Two respondents reported their team lacked routines for establishing contact
with the patient. The remaining 22 respondents reported a first team contact within
4 weeks from ALS diagnosis; of these, 10 (42%) established a team contact with the
patient already during the investigation before the diagnosis was set.

Apart from the initial contact with a neurologist, the follow-up team contact
usually took place with parts of the team based on the patients need, according to
18 (75%) of the respondents. The remaining six respondents (25%) reported that the
patient was seeing either the whole team at one appointment or during a coherent
period, such as a day or a week, and one person reported the first contact to be with
only neurologist and nurse.

Dysphagia management in the ALS team

Almost half of the respondents (n = 11; 46%) answered that swallowing function
was screened on a regular basis, seven respondents (29%) reported lacking a rou-
tine for regular dysphagia screening, and six respondents (25%) did not know
whether any dysphagia screening was performed. Management differed depend-
ing on the symptom onset, as shown in Figure 2. Screening is more common in
patients with a bulbar onset (n = 17; 71%) than a spinal (n = 3; 13%). Also, infor-
mation and introduction to training of swallowing functions were more common
in bulbar ALS.

According to 20 respondents (83%), oral dysphagia information was delivered
when visiting the hospital, eight respondents (33%) reported written information
was handed out during a physical contact, three respondents (13%) also delivered
information via telephone, and only two respondents (8%) to significant others.

Figure 1. Part of working time spent on the patient group distributed on participating professionals
(number of responses and percentage values).
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Figure 2. Prevalence of dysphagia management—assessment, training, and information—for
patients with bulbar and spinal ALS, respectively (number of responses and percentage values).
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Four respondents (17%) reported that they did not know how information about
dysphagia was delivered.

The dysphagia interventions offered were essentially about diet modifications,
nutritional treatments, and PEG according to 20 (83%) of respondents; 18 (75%)
offered instructions of postural swallowing techniques, and 7 (29%) provided tra-
ining of swallowing functions. Five respondents (21%) answered that they did not
know what interventions were provided in dysphagia. The information considered
most important varies depending on whether symptoms of swallowing difficulties
were present (Figure 3).

Seventeen of the survey’s 27 items included the response alternative “Do not
know?” For the entire survey, this “Do not know” option was most frequently used
by social workers (43%), followed by physiotherapists (19%) and nurses (18%).

The responsibility to inform about dysphagia is usually distributed across the
entire team. However, certain professional groups are reported to have a greater
responsibility to provide information about dysphagia: SLPs (n = 20; 83%), neu-
rologists (n = 15; 63%), nurses (n = 12; 50%) and dieticians (n = 10; 42%). The
time point when it is considered relevant to deliver information about dysphagia
differs. In free-text answers, it is reported to depend on whether it is urgent and
if the patient wishes to receive information about symptoms that have not yet
occurred.

Free-text responses also included suggestions for interventions, such as opti-
mising sitting position, using assistive eating devices, employing a self-assessment
form before doctor’s visits, and assessing nutritional status. The SLP is contacted if
dysphagia is detected, but the entire team is responsible for detecting swallowing
difficulties and to address the need of PEG at an early stage.
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Figure 3. Type of information delivered before the onset of dysphagia (light grey) and after
dysphagia (dark grey).
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Figure 4. Various actions offered by the ALS team to enable the patients to participate in their
dysphagia care.

The patient’s wishes and values are guiding in dysphagia care _ 83%
Information about the pros and cons of interventions _ 79%
Both oral and written information _ 63%

Do not know I 4%

Information methods to increase patient participation

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Percentage of respondents

Experience of patient participation

According to 20 respondents (83%), less than half of the patients requested informa-
tion about dysphagia. To encourage patients to be involved in their dysphagia care,
the teams provided information and interventions both before and after the onset of
symptoms. Furthermore, they continued to provide support and guidance through-
out the progression of ALS, as depicted in Figure 4.
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The respondents were asked to identify success factors and barriers that they had
experienced to affect participation of patients. Success factors mentioned were, for
example, patients’ insight into their difficulties, information about dysphagia delive-
red in time, and the ALS team offering interventions before dysphagia becomes too
severe. Also, a committed network around the patient is reported to be an impor-
tant success factor. Identified barriers, on the other hand, were a negative attitude of
the patient, the patient lacking insight in its dysphagia, no existing network around
the patient, and whether the patient was not asking for information. Long waiting
period and difficulties accessing medical appointments were not considered affec-
ting the patient’s ability to participate in its dysphagia care. Neither was information
delivered too early.

To improve dysphagia management, respondents reported in free-text answers
that it is important how to deliver information about dysphagia. Factors such as
providing information as early as possible after diagnosed with ALS, synchronised
information delivered by different professionals, and written information were iden-
tified. Other suggestions for improved dysphagia care were offering training, rou-
tine for assessing dysphagia, and better involvement of significant others to increase
understanding of early interventions. Increased knowledge of dysphagia among all
professionals in the ALS team was also highlighted as important.

Discussion

In this study, information about dysphagia management for patients with ALS was
collected to facilitate the patients’ participation in dysphagia care. The results were
based on 24 ALS team professionals’ responses to a 27-item digital survey covering
four areas: respondents’ demographic information, ALS team composition, man-
agement of dysphagia in ALS, and team experiences of patients’ participation in
their own dysphagia care.

Dysphagia management
When investigating dysphagia management offered by the ALS teams, it appears
that contact with a multidisciplinary team is established early during the progress of
ALS, as recommended in international guidelines (Andersen et al., 2012; National
Institute for Health and Care Excellence, 2019). However, interventions and routines
for evaluating dysphagia differ. Nurses are often considered an important contact in
healthcare, and they were one of the professionals responsible for delivering infor-
mation about dysphagia, together with SLPs, neurologists, and dietitians. At the
same time, the responding nurses in this study reported uncertainty regarding what
to inform about dysphagia and what the dysphagia management in the team looked
like. Hence, there is a risk that nurses who feel insecure about dysphagia and how
and when to inform about dysphagia interventions, would miss providing important
information to the patient. This finding supports a need for a standardised checklist
and indicates the importance of education and need for increased knowledge about
dysphagia within the ALS team.

The results showed that swallowing assessment occurred to a much larger extent
in bulbar ALS than in spinal. Similarly, training swallowing functions often are
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introduced for patients with bulbar dysphagia, and in case dysphagia is already pre-
sent. In a proactive approach, training in degenerative diseases, such as ALS, should
be introduced before symptoms occur (Rogus-Pulia & Plowman, 2020). Since dys-
phagia affects close to 80% of the ALS patients, regardless of spinal or bulbar onset
of symptoms (Onesti et al., 2017), training should be considered at a greater extent
in spinal ALS as well. Therefore, it is important for patients with spinal ALS as well
to be screened for dysphagia on a regular basis, not only to reduce the risk of mis-
sing out on symptoms but also to be able to introduce early rehabilitative treatment.
Possibly, patients who are candidates for early rehabilitative swallowing intervention
can strengthen their swallowing function, thereby increasing their possibilities to
swallow safely and efficiently for a longer period despite disease progress.

How to deliver information that facilitates patient participation

When it comes to the patient’s possibility of being involved in its dysphagia care,
83% reported that the patients did not ask for information about dysphagia. Since
the symptoms often progress over time, it is possible that the patient adapts to
changes and therefore does not pay attention to dysphagia before it is more severe.
Dysphagia has been observed in patients even though they report normal swallow-
ing and eating habits (Higo et al., 2004; Onesti et al., 2017). Waiting for patients
to report swallowing difficulties can risk delaying interventions. To get the patient
involved and to facilitate decisions about dysphagia interventions, here it is sug-
gested that information must be delivered repeatedly during the progress of ALS.
Dysphagia assessments on a regular and more frequent basis can increase patients’
insights into their difficulties. Thereby, patients’ participation in their care would
increase, and with that their compliance with intervention. Subjective patient-re-
ported dysfunction and problems can add valuable information about factors that
enhance or hinder participation in healthcare; for example, a patient-report ques-
tionnaire like the Eating Assessment Tool 10 (EAT-10) has been reported to signifi-
cantly detect dysphagia in ALS (Plowman et al., 2016a).

A routine for informing patients must be established that offers all patients the
opportunity to get involved. Early involvement is motivated by, for example, the
fact that some interventions, such as training and PEG, are recommended before
symptoms are too severe (Rogus-Pulia & Plowman, 2020; Russ et al., 2015). To be
able to achieve this, patients need to be involved in the decisions even though symp-
toms have not yet occurred. However, patients often desire to primarily focus on the
current symptoms instead of preparing for the future (Hogden, Greenfield, Nugus,
& Kiernan, 2012). Discussing symptom management and proactive planning early,
before symptoms have started to show, can therefore be a challenging task and para-
doxically an obstacle to the healthcare goal (Hogden et al., 2015).

Identified factors of success and barriers in patient participation

The importance of a committed network around the patient is a factor of success
for patient participation when present, and a barrier when lacking. This is also con-
firmed by other studies where quality of life is increasing when there are significant
others committed to support the patient (Ando, Cousins, & Young, 2019). Living
in a partnership at the time of ALS diagnosis is associated with better prognosis

https://doi.org/10.58986/al.2025.23611 Acta Logopaedica is published according to open access under a Creative Commons CC-BY 4.0 license


mailto:?subject=

12 A.-S. Eriksson and K. Johansson

than when living alone (Wolf et al., 2015). According to this, it seems important to
involve the network around the patient. To encourage the patient to bring significant
others to appointments with the ALS team is one way to get the network involved.

The balance between delivering information and the patient’s ability to receive
information is delicate, as discussed above. The respondents are reporting dyspha-
gia information delivered in time as one factor of success affecting patient’s parti-
cipation. Earlier studies have shown this timing is difficult with patients wish to be
informed and at the same time want to focus on the present being uncomfortable to
use the information to make decisions about the future (Hogden et al., 2012, 2015).
It is therefore important to individualise the information provided.

According to Hogden et al. (2012), the patient’s insight into its dysphagia is a
factor that could lead to successful participation in dysphagia interventions if exis-
ting, or a barrier if not existing. Similarly, this was reported by the respondents in
this survey, that is, information communicated early after diagnosis is important to
get the patient involved in decisions. Also, long wait for medical appointments is not
reported as a barrier in patient participation. Because of the often fast disease pro-
gress in ALS, and risk of severe complications if swallowing issues are left untreated,
patients with ALS is a group that needs to be prioritised and not kept waiting.

Draft of a checklist

When analysing the respondents’ answers, some gaps were detected. The most
significant ones were how information is delivered about dysphagia and PEG, if
training is offered, assessment routines, and how to involve significant others in
healthcare. Based on the findings of this study and supported by the literature, a
preliminary checklist of recommended interventions at certain time points during
the disease progress is proposed to support patient participation in dysphagia care
(Appendix B).

Dysphagia increases the risk of malnutrition and pneumonia, and swallowing
problems are often underestimated in ALS due to adaption to progressive symptoms
(Onesti et al., 2017). This can be assumed to be also true for other progressive disea-
ses, like Parkinson’s disease and multiple sclerosis (Kalf ef al., 2012; Mirmosayyeb
et al., 2023). This first version of the checklist could be modified and be useful for
these patient groups as well, where dysphagia and multidisciplinary team manage-
ment are central.

Discussion of methods

Since ALS teams in Sweden are usually located at regional hospitals, it can be
assumed that there are around 20 teams, one per region. If each team has about six
members, the participants in this study would represent at most 20% of the target
group. While this might not be enough to represent the entire population, it may still
provide an indication of what dysphagia management looks like.

To maintain anonymity, it was not possible to ask questions about the specific
locations where the respondents were working. For the same reason, it was not pos-
sible to control how many respondents represented the same team. The largest pro-
fessional group participating was SLPs (n = 9; 38%). Since most of the ALS teams in
Sweden do not have more than one or two SLPs, this indicates representation from
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several teams. This relatively large group of SLP respondents is assumed to be the
result of the survey being spread mostly through SLP networks on Facebook; also,
dysphagia engages many SLPs.

One of 25 respondents was excluded for commenting that the person did not
work in an ALS team. Additionally, that person also used the option “Do not know”
more frequently than all the other respondents, especially for the questions of team
composition and the interventions offered. This suggests that the survey was suc-
cessfully designed to be answered by participants representing an ALS team.

Pilot testing of surveys is recommended, for improving inter-rater reliability as
well as face and content validity (Patel & Davidson, 2019). In the pilot test of the
survey’s first version, three professionals evaluated it and provided feedback on the
content, form, and extent. As a result, some questions were changed to close-ended
questions. For example, the question “Which diagnostic methods are used?,” was
modified to include specific response options to ensure clarity. Rephrasing ques-
tions into close-ended formats with predefined response options was recognised
as a potential risk for biasing respondents’ answers. However, that risk was con-
sidered insignificant, compared to the risk of respondents skipping questions that
were too difficult to answer. To reduce this risk, respondents were given the option
to add free-text responses. Using close-ended questions was preferred by the test
panel to simplify participation in the survey, and thus could increase the number of
respondents.

The test panel also recommended adjustments to the format and length of ques-
tions and rating scales, given the prevalence of smartphone use puts demands on
the layout and readability of questions and response alternatives. For example, it
was important to ensure that questions and response options were easy to read and
select on a phone. For instance, pre-set response options are generally easier to use
on a phone than typing the text.

Both aspects of validity and reliability influenced the design of the rating scales.
For example, a three-point scale (“less than half,” “half” and “more than half”) was
used to rate how many patients seek information about dysphagia, as it was thou-
ght to be simpler to answer. Conversely, a more detailed scale was used for self-
reported experiences of working in an ALS team, as pilot testing indicated it was
more relevant.

The choices of nominal response alternatives, such as in the question about which
diagnostic methods were used, was based on the range of methods commonly used
in the dysphagia clinic, in order to assess different aspects of swallowing. In some of
the questions, it was a challenge to limit the number of nominal response alternati-
ves, but the goal was always to provide enough valid alternatives to cover a certain
concept; for example, dysphagia assessment without overwhelming respondents
with too many choices.

One advantage of a digital survey is the possibility for the respondent to remain
anonymous during the complete process. Participants are also able to answer the
questions at their own time and the risk of researcher affecting the answers by inte-
racting with the participant decreases, factors that may increase the desire to parti-
cipate (Patel & Davidson, 2019; Wenemark, 2023).

An alternative to a survey study could have been to conduct interviews.
Interviews can give opportunities to ask follow-up questions if necessary, and that
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would possibly lead to more detailed answers to some of the questions. However, an
interview format probably would have included a smaller number of participants.
Also, the study was planned, and data was collected during the COVID pandemic,
and a survey study was therefore preferred.

Future studies

To better understand ALS dysphagia management, a larger study with control for
representation of professionals from all ALS teams in Sweden would be desirable.
In future studies, it is also important to invite patients and their significant others to
gain insight into their experiences of dysphagia management. It would also be valu-
able to investigate whether a checklist for ALS dysphagia management could lead to
more frequent dysphagia care, earlier assessment and intervention, and to evaluate
the impact of these factors on complications, healthcare costs, and mortality.

Conclusion

This study helped to investigate dysphagia management in today’s Swedish ALS
care. Among the respondents, consensus is often lacking regarding dysphagia man-
agement. Also, it appears that dysphagia in ALS with a spinal origin is much less
identified despite dysphagia being common in both spinal and bulbar form. In this
study, nurses are identified to have a significant role in detecting dysphagia symp-
toms, but at the same time report uncertainty regarding the type of information and
interventions available. Given the low number of participants, the results may not
be representative of the entire population. However, it highlights the importance of
ensuring that the professionals responsible for providing information about dyspha-
gia possess sufficient knowledge to do so effectively. Otherwise, there is a risk that
dysphagia symptoms pass unnoticed, which could constitute a health risk for the
patient. A checklist that offers a clear structure for necessary clinical routines in
dysphagia management, and the one that can be updated in line with new research
findings and guidelines, would increase the likelihood that dysphagia is identified
and interventions introduced in time. This would reduce the risk of serious prob-
lems with aspiration, and poor oral intake can be reduced, thereby strengthening
the quality of life.
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Appendix A

A compilation of the questions included in the survey.

Survey questions

Demographic information about the respondents

1. Gender

2. Age (please specify in years)

3. Occupation

4. How would you rate your level of experience in working with individuals with
ALS?

5. On average, what proportion of your current working time is dedicated to ALS
patients?

The ALS team composition

6. Which professions are included in your primary ALS team?
- occupational therapist
- physiotherapist
- social counsellor
- speech-language pathologist
- neurologist
- nurse
- dietitian
- psychologist
- other

7. If the following professions are not part of the regular team, which are available
at the hospital if needed?
- occupational therapist
- physiotherapist
- social counsellor
- speech-language pathologist
- neurologist
- nurse
- dietitian
- psychologist
- other

8. Is there any profession that is not available at the hospital? If so, which one(s)?

9. After the initial contact with a neurologist, when is the rest of the team usually
involved?
(This can refer to the whole team or parts of the team being involved)

10. At the first team visit, does the patient meet ...
- the majority of the team simultaneously
- each profession individually within a limited timeframe (e.g., over a day or a
week)

- parts of the team based on need
- other
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Management of dysphagia in ALS

11. How is information about dysphagia provided?

12. Is there a particular profession responsible for informing and inquiring about
dysphagia?
(If the responsibility is shared between different professions, multiple options
can be selected)

13. When is information about dysphagia provided?

14. What do you believe the patient should be informed about before dysphagia is
diagnosed?

15. What do you believe the patient should be informed about after dysphagia is
diagnosed?

16. Is screening or assessment for swallowing difficulties routinely performed in
your practice?

17. a) Which dianostic methods are used?
b) If multiple diagnostic methods were selected above, please specify which
one(s) are most commonly used.

18. What interventions, in addition to swallowing assessment, are offered when
dysphagia is confirmed?

19. a) Please check which of the following statements are true regarding bulbar
symptom onset (onset with dysarthria and dysphagia).
- Information about dysphagia is provided early in the disease course
- We wait to provide dysphagia information until symptoms of dysphagia

appear

- Swallowing assessment is routinely performed
- Swallowing exercises are initiated
b) other dysphagia-related routines for bulbar symptom onset...

20. a) Please check which of the following statements are true regarding spinal
symptom onset (onset with weakness in hand/arm or leg).
- Information about dysphagia is provided early in the disease course
- We wait to provide dysphagia information until symptoms of dysphagia

appear

- Swallowing assessment is routinely performed
- Swallowing exercises are initiated
b) Other dysphagia-related routines for spinal symptom onset...

Team experience of the patients’ participation in their own dysphagia care

21. What does the team do to ensure that the patient has the opportunity to partici-
pate in decisions regarding their dysphagia care?

22. How many of the patients you meet request information about swallowing
difficulties/dysphagia?

23. Imagine a patient with mild swallowing difficulties where you felt that the inter-
ventions for dysphagia were effective. What facilitated these interventions?

24. Imagine a patient with severe swallowing difficulties where you felt that the
interventions for dysphagia were effective. What facilitated these interventions?

25. Imagine a patient with mild swallowing difficulties where you felt that the inter-
ventions for dysphagia did not achieve the desired effect. What hindered these
interventions?
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26. Imagine a patient with severe swallowing difficulties where you felt that the
interventions for dysphagia did not achieve the desired effect. What hindered
these interventions?

27. Please suggest something that you believe could improve dysphagia care for
ALS patients you encounter in your team.

Appendix B
A 7-item checklist for improved dysphagia care and increased patient participa-
tion. The checklist is based on the literature, study results, and clinical experience.
Documents supporting each item are included.

Recommended

intervention Aim When? Supported by

Information

Information about

Increase patient

Every follow-up

EFNS guidelines

signs and risks of awareness. with neurologist (Andersen et al.,
dysphagia. and SLP. 2012)
Information about Increased Close to ALS (Rogus-Pulia &

preventive training
of swallowing

motivation to start
training before

diagnosis, before
subtle signs of

Plowman, 2020)

function. dysphagia onset. dysphagia.

Information Facilitate decision  Close to ALS EFNS guidelines
about PEG as a of PEG in time. diagnosis. (Andersen et al.,
complement to oral Diminish risk of Repeatedly after 2012)

intake.

aspiration and
malnutrition.

dysphagia onset.

essments

Regular screening/
assessment of
swallowing function.

Identify dysphagia.
Offer dysphagia
interventions in
time.

At follow-ups
every 3rd month.

EFNS guidelines
(Andersen et al.,
2012)

Anamnestic Identify dysphagia.  Before every (Plowman et al.,

questions and Increase patient’s follow-up. 2016a), according

self-report awareness. to free text

questionnaires answers

about dysphagia

(e.g., EAT10).

Regular weight Identify At follow-ups EFNS guidelines

controls. malnutrition. every 3rd month. (Andersen et al.,
Offer dysphagia 2012)

interventions in
time.

Offer patient to
bring significant
other to healthcare
appointments.

Increase patient’s
and patient
network’s
participation in
dysphagia care.

At first healthcare
appointment and
before follow-ups.

NICE guidelines
(National Institute
for Health and
Care Excellence,
2021)
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