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How healthcare professionals support cough and secretion
management in amyotrophic lateral sclerosis (ALS): a UK national
survey
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& ESTHER HOBSON!2

I Sheffield Institute for Translational Neuroscience, University of Sheffield, Sheffield, UK and *Sheffield Teaching
Hospitals NHS Foundation Trust, Sheffield, UK

Abstract

Objective: To understand the practices of healthcare professionals supporting people with Amyotrophic Lateral Sclerosis
(ALS) to manage cough and secretion issues. This includes utilization of and confidence in assessment and treatment
techniques and barriers and enablers of care. Methods: An online cross-sectional survey was distributed to UK healthcare
professionals involved in cough and/or secretion management care in people with ALS. Results: A total of 113 responses
were analyzed, over half were from physiotherapists (52%). The majority (71%) of respondents reported a role managing
saliva and secretions. Just under two thirds (60%) routinely assessed cough and almost all (89%) routinely assessed
secretions. Healthcare professionals reported reduced confidence assessing secretions compared with cough and very few
(5%) used validated secretion outcome measures. Participants reported lower confidence implementing all treatment
strategies than recommending them. Multiple barriers to care were identified, including access to specialist care and
equipment, education and skills training and a lack of evidence-based care guidelines. Conclusion: Cough and secretion
management is complex and involves numerous professional groups. There is a need for clinical and educational inter-
ventions that address knowledge and skill gaps in managing cough and secretion issues, which will help increase health-
care professionals’ confidence in assessing and treating these complex problems.

Keywords: Motor neuron disease, Amyotrophic Lateral Sclerosis, cough, secretion management, sialorrhoea, multidisciplinary
care

Introduction experience problems with saliva and respiratory
secretions (5). Cough and secretion issues signifi-
cantly impact quality of life (6) and cause mortality
and morbidity due to pneumonia (7).

Cough management in ALS can be described as
the treatment of respiratory and bulbar impairments
which impact cough strength and effectiveness. This
includes airway clearance strategies, both proximal
(cough augmentation) and peripheral (secretion
mobilising) (8), and pharmacological support.
Secretion management covers a breadth of treat-

Amyotrophic lateral sclerosis (ALS) is a rapidly pro-
gressive neurodegenerative condition characterized
by the degeneration of both upper and lower motor
neurons. Currently, there is no cure for ALS, and
available interventions primarily aim to mitigate the
progressive loss of motor, respiratory, and swallowing
functions, and support quality of life. However, these
interventions have only a limited impact on prolong-
ing survival (1,2). The primary causes of respiratory
dysfunction in ALS include the progressive decline

in ventilatory capacity (2), the loss of ability to
effectively clear secretions through coughing (3), and
the increased risk of aspiration due to impaired swal-
lowing (4). Up to 70% of individuals with ALS will

ments including treatment of oral sialorrhoea to
treatment of viscous pulmonary secretions. Table 1
shows an overview of cough and secretion manage-
ment techniques in ALS (9-14).
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Table 1. Overview of cough and secretion management techniques in ALS (9-12).

Category Sub-category

Technique

Airway clearance techniques
(cough augmentation)

Peripheral airway clearance (sputum

mobilisation)
Secretion management

Pharmacotherapy

Proximal airway clearance techniques

Evaluation of swallowing and secretions

Manually assisted cough

Lung volume recruitment techniques
Mechanical Insufflation-Exsufflation (MI-E)
Manual techniques

High frequency chest wall oscillation (HFCWO)
Symptom severity scores

Video fluoroscopic assessment of swallowing
Fiberoptic evaluation of swallow and secretions
Anticholinergics

Botulinum Toxin

Radiotherapy

Note: Table adapted and modified from McHenry et al. (2024) and Sheers, Andersen and Chatwin (2024).
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Figure 1. The core ALS multidisciplinary team and their main roles in the UK. Adapred from MND Association community of practice

(2023). ALS = Amyotrophic Lateral Sclerosis

There is limited evidence to guide clinicians on
how to assess, provide and optimize cough and
secretion management in ALS (13). Most existing
guidelines rely on low quality evidence or expert
consensus and give limited recommendations on
how to assess secretions, saliva and cough to
inform treatment (11,12,14). Multidisciplinary
(MDT) care enhances both survival rates and
quality of life in individuals with ALS (6,15,16).
However, the challenges associated with delivering
such care and facilitating complex decision-making
in this context have been highlighted (17,18).

The setup of ALS multidisciplinary teams varies
between and within countries depending on funding
and national guidelines, although guidelines for care
across countries are similar (11-14). In 2023 the UK

Motor Neurone Association (MNDA) professionals’
community of practice (19) identified the core mem-
bers of the UK ALS multidisciplinary team and their
main roles (Figure 1). There is limited information
around how healthcare professionals support people
living with ALS to manage cough and secretion
issues. Our study aimed to explore the assessment
and treatment techniques utilized by healthcare pro-
fessionals, their confidence using them, and perceived
barriers and enablers of care.

Materials and methods
Study design

A cross-sectional online survey was used to explore
the clinical practices of UK healthcare
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professionals delivering cough and secretion man-
agement care to people with ALS. Reporting fol-
lows the CHERRIES checklist for reporting e-
surveys (20) (Supplementary data 1).

Survey design was informed by our recent lit-
erature review, using evidence-based concepts to
design the questions and themes (21,22). The sur-
vey was piloted by seven healthcare professionals
from three NHS Trusts. The survey was hosted on
Qualtrics and utilized open and closed questions
to gain insight into participants’ self-reported skills
and confidence in assessment and treatment tech-
niques using the following scale which was adapted
based on the principles of mastery and recent
research on HCP confidence (23).

e Novice: Unaware of the process
¢ Knows about: Some awareness but managed
by others

Knows how: Can do but with support

Independent: May get help with more diffi-

cult cases

Master: Teaches/supervises others

Expert: Leading national/international expert

Not part of my job

Participants were also asked to self-report how
often they completed assessment and treatment
strategies within their daily roles using a likert
scale ranging from “I frequently have to complete
this” to “I would never have to complete this.”

The survey used branching logic to ensure that
participants only answered the questions relevant
to their situation, based on their previous
responses, therefore each question had different
numbers of respondents. This is reported as (n=)
in the text, tables and figures. All UK healthcare
professionals who self-identified as being involved
in cough and secretion management in ALS were
eligible. Participants were recruited using social
media, charity partners and special interest groups.
The survey was open between August and October
2023. Participants provided informed consent
before completing the survey. Participants were
given reminders via Qualtrics after two weeks if
the survey was started but remained unfinished.
The study received ethical approval from
University of Sheffield ethics panel (ref: 053871).

Analysis

Demographic data were collected to allow compar-
isons between different professional groups and
specialities. Descriptive statistics were conducted
using IBM SPSS statistics (v28.0.0.0). Subgroup
analysis of the largest three professional groups
was performed: physiotherapists, speech and lan-
guage therapists and nurses. Cross tabulations
were used to identify differences between profes-
sional groups and specialities. For analysis of con-
fidence, independent, master and expert were

grouped together to show those healthcare profes-
sionals who were able to complete this task inde-
pendently on a day-to-day basis with no support.
A Spearman correlation coefficient was used to
assess correlations between confidence levels and
frequency of task completion as the data were not
normally distributed. Thematic analysis was used
to analyze responses to open text questions (24). A
Mann-Whitney U test was completed to determine
any differences in confidence between specialists
(defined as participants who work in a specialist
ALS or respiratory center) and non-specialists.

Results

The survey received 123 responses. After removal
of non-completions 113 responses were analyzed.

Participant characteristics

Over half (52%) of the 113 respondents to the sur-
vey were physiotherapists, with speech and lan-
guage therapists (31%) the second largest group.
The majority (74%) of participants completing the
survey had over 5 years’ experience working with
people with ALS. See Table 2 for a full overview.
There was a spread of roles in cough and secretion
management, with the majority (71%) stating that
they had a role in assessment of saliva (Figure 2).

Current practice

Cough assessment. Sixty percent of participants
assessed cough as part of their routine assessment,
using the following assessment techniques; report
of chest infection history (96%), patient report of
cough effectiveness (91%) and audible assessment
(88%), and peak cough flow (72%) (Figure 3).
Cough assessment was mostly led by respiratory or
ALS/Neuromuscular specialist physiotherapists
(Figure 4). Eighty-eight percent of physiotherapists
routinely assessed cough compared to 44% of
other healthcare professionals.

Secretion assessment. Most participants (89%)
routinely assessed secretions and of these, all par-
ticipants reported using patient reporting of secre-
tions in their assessment. Similar to cough
assessment, observation (92%) and history of chest
infections (87%) were the most frequently reported
forms of assessment (Figure 3). Very few partici-
pants used any patient reported outcomes in their
assessment (25-27). Secretion assessment was led
by a range of professionals (Figure 4).

Healthcare professional confidence in assessment and
treatment strategies

Assessment (n=75 respondents). For those
who reported that performing a peak cough flow
(PCF) was part of their job (79%), more than half
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Table 2. Participant demographics.

Characteristic

Total PT SLT Nurse
N (%) N (%) N (%) N (%)

Profession (n=113)

Nurse

MND coordinator

Neurologist
Other
Years working with people with ALS (2= 95)
1-2 years
3—4years
5-10years
11-15years
16 years +

Specialty (n=110) Respiratory

Neuromuscular (NMD)

ALS

Long term conditions

Palliative care
Generalist
Other

Main place of work (n=96)

Physiotherapist (PT)
Speech and Language therapist (SLT)

Less than a year

Specialist ALS care center
Specialist respiratory center

59 (52)
35 (31)

9 (8)

1 (1)

1 (1)

8 (7)

4 (4) 12 1(3) 2 (25)
6 (6) 2 (4) 3(12) 0 (0)
15 (16) 9 (16) 3(12) 2 (25)

33(35)  19(38) 10 (39) 2 (25)
16 (17) 10 (19) 3(11) 0 (0)
21 (22) 11 (21) 6 (23) 2 (25)
40 (36) 32 (54) 2 (6) 3 (32)
13 (12) 9 (16) 4(12) 0 (0)
16 (14) 5 (8) 4(12) 4 (44)
14 (12) 4 (7 927 1312
5 (4) 0 (0) 1(3) 1(12)
8 (7) 5 (8) 3 (9) 0 (0)
14 (13) 4 () 10 31) 0 (0)
15 (16) 4 () 4(15) 4 (50)
24 (25) 17 (32) 3(12) 2 (25)

General Hospital — Respiratory 12 (12) 12 (24) 0 (0) 0 (0)
General Hospital — Neuro 3 (3) 3 (6) 0 (0) 0 (0)
General Hospital — Generalist 17 (18) 5 (9) 11 (42) 1 (12.5)
Community — Neurology specialist 8 (8) 3 (6) 5 (18) 0 (0)
Community — Generalist 4 (4) 3 (6) 1 4) 0 (0)
Hospice 12 (13) 50) 2(9) 1 (12.5)
Other 1(1) 1(1) 0 (0) 0 (0)
Number of people with ALS 0 4 (4) 4 (8) 0 (0) 0 (0)
within service currently (n=95) 1-9 31 (33) 18 (34) 10 (38) 2 (25)
10-49 20 31) 13 (24) 12 (46) 1 (12.5)
50-99 11 (12) 7 (13) 1 4) 2 (25)
100+ 20 (20) 10 (21) 3(12) 3 (37.5)

Abbreviations: MND = Motor Neuron Disease, NMD = Neuromuscular disease, PT = physiotherapist, SLT = Speech and language

therapist.

(59%) reported their confidence as independent,
master or expert (Figure 5). Overall confidence in
performing subjective assessments (history, audible
assessment and impact of bulbar impairment on
assessment) was higher than performing objective
measures (PCF and spirometry). Very few (<10%)
rated themselves as a novice in any assessments
relating to cough assessment. Most of these partic-
ipants (80%) rated themselves as independent
(44%), master (24%) or expert (12%) in using
observation of saliva and secretions in their assess-
ment. However, use of patient reported outcome
measures showed much less confidence with
around 50% of participants rating themselves as a
novice for CSS-MNS (52%), CNS-BFS (49%)
and OSS (49%).

Data were analyzed for the three largest profes-
sional groups — physiotherapists, speech therapists
and nurses (Table 3). Physiotherapists and speech
therapists rated themselves as confident (i.e. inde-
pendent, master, or expert) to take a history of
cough and secretions (98% and 76% respectively)

and assess the impact of bulbar function on cough
assessment (73% and 76%). Only a minority of
nurses (11%) reported confidence assessing the
impact of bulbar impairment on cough. Almost all
physiotherapists (90%) rated themselves as confi-
dent to assess PCF, compared to only 5% of
speech therapists and no nurses. All professions
reported being less confident completing patient
reported outcomes of saliva and secretions. Speech
therapists reported more confidence performing
these than physiotherapists.

Recommending treatment strategies (n=76
respondents). Participants showed more confi-
dence recommending cough strategies than secre-
tion management strategies. Where it was part of
their role, most participants (>65%) rated them-
selves as independent, master or expert when rec-
ommending most cough treatment strategies
except Lung volume recruitment (LVR) (51%).
Participants felt much less confident recommend-
ing Botox (39%) or reflux advice (39%).



How healthcare professionals support cough and secretion management in ALS: a UK national survey 5

Main roles caring for people with ALS (n=96)

Assessment of saliva
Provision of cough augmentation
Physical management

Screening for swallow

Care coordination
Provision of functional equipment
Provision of NIV

Assessment of swallow

Care roles

Overall care management
Support for communication
Voice banking

Prescription of drugs
Provision of orthotics

Other

0 20 40 60 80
Number
Figure 2. Healthcare professional’s main roles caring for people with ALS. Roles were selected from a closed list of options and

participants were able to choose more than one option. NIV =noninvasive ventilation. N=96 shows the number of participants who
answered this question.

Utilisation of cough assessment techniques (n=68) Utilisation of secretion assessment techniques (n=79)
80 80—
60 60 -
3 3
£ 40+ £ 40+
S =]
z =z
20+ 20+
0- 0=
o o & ) 2 & ¢ & & & . ¢ & S0
o & & e &e}. \“g, S & &0 & & @9 90°Q & & K @% \§\0
& o o O N & &S TS O
RN N s & o & F L > &
‘\09 \é{\ \z° ) &° Qz" @q‘ v \gb% 0{00 & L& &
O $ & S o & & o
o o 154 & 60 ~ <& & g"‘ 2
a}°d \‘QQ \0& & \?’Q b‘q N
¥ F P R v » o »
> L2 &
[

Cough assessment technique Secretion assessment technique

Figure 3. Utilization of cough and secretion assessment techniques. Branching question following question asking if they performed
cough and secretion assessment therefore there are different n numbers. MIP/MEP = Maximal inspiratory pressure/maximal expiratory
pressure, ALSFRS-R =Revised Amyotrophic Lateral Sclerosis Functional Rating Scale. N= shows the number of participants who
answered this question.
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Which professionals lead cough assessment (n=92)
80

60—

Number
£
o
L

20+

Professional group

Which professionals lead secretion assessment (n=89)
40+

30

Number
N
o
1

10

Professional group

Figure 4. Professionals who lead cough and secretion assessment. PT =physiotherapist, MND = Motor Neuron Disease,
NMD = Neuromuscular Disease, SLT =Speech and language therapist, GP = General Practitioner. N =shows the number of

participants who answered this question.

Implementing treatment strategies (n=76
respondents). Participants felt less confident
implementing treatment strategies than recom-
mending them and there was greater confidence
implementing cough management strategies.
Secretion management strategies showed much
less confidence to implement.

Relationship between healthcare professional confidence
and frequency of performance

Assessment (n =74 respondents). Eight assess-
ment techniques showed a significant correlation
between healthcare professionals’ confidence and
how frequently they performed this task (figure 6
and supplementary data 3). Three techniques
showed non-significant correlations; these were all
specific skills that required additional training to
perform: peak cough flow, spirometry and nasen-
doscopy. When this data were analyzed by the two
largest professional groups, different patterns
emerged. In the physiotherapy group there were
significant correlations between confidence and
frequency for all cough assessments except spirom-
etry; however, in the speech therapy group only
taking a history (p=0.046) and impact of bulbar
function on cough (p=0.004) showed a significant
correlation between confidence and frequency of
task performance. In the physiotherapy group only
observation of secretions showed a significant cor-
relation (p=0.006) whereas the speech therapy

group showed significant correlations for use of
saliva validated outcome measures.

Treatment (n=74 respondents). Only three
treatment strategies showed significant correlation
between confidence and how frequently the task
was performed (supplementary data 3); these were
advice on posture and positioning (p < 0.001), suc-
tion (p=0.011) and swallowing advice (p =0.045).
Again, there were differences when physiothera-
pists and speech therapists were analyzed separ-
ately. There were no significant correlations for
treatment techniques in the speech therapy group
except for swallowing advice which showed a nega-
tive correlation of —1. In the physiotherapy group
there were significant correlations for posture and
positioning (p=0.008), breath stacking
(p=0.048), Lung volume recruitment (p =0.005),
cough assist (p=0.017) and suction (p=0.006).
There were no significant differences between con-
fidence of specialists (z=22) and non-specialists
(n=40) except for provision of cough assists
(p=0.046) (Supplementary data 6).

Barriers and enablers to effective cough and secretion
management

Participants were asked free text questions to iden-
tify barriers and enablers to effective care (Table 4
and Supplementary data 7).
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ALSFRS-R =Revised Amyotrophic Lateral Sclerosis Functional Rating Scale, OSS = Oral secretion scale, ACBT =active cycle of breathing technique, LVR =Lung volume recruitment. N =shows the
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Table 3. Confidence performing cough and secretion assessments by profession.

Physiotherapist (n =41) Speech therapist (n=21) Nurse (n=06)
N (%) N (%) N (%) N (%) N (%)
independent, not part independent, not part independent, N (%) not part
master or expert of my job master and expert of my job master and expert of my job
Peak cough flow 37 (90) 12 15 12 (57) 0 (0) 2 (22)
Spirometry 20 (51) 7 (18) 15 14 (67) 2 (22) 2 (22)
Taking a history 40 (98) 0 (0) 16 (76) 0 (0) 4 (44) 0 (0)
Audible assessment of cough 37 (93) 0 (0) 12 (57) 1 (5) 2 (22) 1(11)
Impact of bulbar assessment 30 (73) 1(2) 16 (76) 0 (0) 1(11) 1(11)
on cough
Observation of saliva and 34 (83) 1(2) 18 (86) 0 (0) 4 (44) 0 (0)
secretions
Nasendoscope assessment 0 (0) 22 (54) 8 (38) 6 (27) 0 (0) 3 (33)
CSS-MND 3(7) 6 (15) 5 (25) 0 (0) 1(11) 1(11)
CNS-BFS 1(2) 6 (15) 4 (19) 0 (0) 0 (0) 1(11)
ALSFRS 7 (17) 5 (12) 4 (19) 0 (0) 1(11) 2 (22)
0SS 1(2) 6 (15) 5 (24) 0 (0) 0 (0) 1(11)

Abbreviations: CSS-MND = Clinical saliva scale MND, CNS-BFS = Center for Neurological Study-Bulbar function scale, ALSFRS-
R =Revised Amyotrophic Lateral Sclerosis Functional Rating Scale, OSS = Oral secretion scale.

Frequency assessment tasks were performed:
All participants (n=74)

100
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0_-
(\\"\
R
&8
«?.63 %&
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Assessment task

Frequency treatment tasks were performed:
All participants (n=74)
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Figure 6. Frequency assessment and treatment tasks were performed for all participants. PCF = peak cough flow, CSS-MND = Clinical
saliva scale MND, CNS-BFS=Center for Neurological Study-Bulbar function scale, ALSFRS-R =Revised Amyotrophic Lateral
Sclerosis Functional Rating Scale, OSS =Oral secretion scale, ACBT =active cycle of breathing technique, LVR=Lung volume
recruitment, MI-E = Mechanical insufflation-exsufflation. N = shows the number of participants who answered this question.

Barriers included limited access to specialist
MDT care and staff with specialist knowledge and
skills, both in hospital and at home.

Lack of a broad skill set among those frequently
assessing, and lack of access to specialist clinics
(Physiotherapist 27)

Many also noted issues with access to equip-
ment and pharmaceutical support, which included
specialist prescribing knowledge and access to
drugs. Challenges included the commissioning to
provide and follow up equipment, as well as train-
ing for patients and caregivers.

The complexity of ALS, especially the inter-
action between bulbar issues and cough problems,
was emphasized. A lack of research and evidence-
based care guidelines was a recurring concern,
with participants stressing the need for more
research to improve care practices.

Key enablers to effective care included access
to multidisciplinary teams, timely assessments, and
staff with a solid knowledge base supported by
education. Many responses highlighted the impor-
tance of having the right professional available at
the right time and emphasized a “team approach™
with good communication and strong working
relationships.
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Table 4. Barriers and enablers to care.

Barriers Enablers
Theme Subtheme Theme Sub theme
Resources Local resources Timely assessment and Reviews of treatment efficacy
Funding intervention Access to specialist services
and skills
Caregivers Carer involvement Education and upskilling of

Access to specialist care
Access to equipment

Lack of evidence-based
guidelines

Management of bulbar issues

Thick versus thin secretions

Evidence based research

Knowledge base and skills

Pharyngeal vs chest secretions

Multidisciplinary work and
communication

Expectations of care
Overlapping assessments by
different professionals

Communications between
different institutions and
professionals

Understanding each other’s
roles

carers

Carers provide support for
day-to-day interventions

Community and acute services
working together

Using an interdisciplinary
approach

Access to specialist knowledge

Access to education to increase
knowledge and develop skills

Time for healthcare
professionals to attend
education and develop new
skills

Joined up working

Education, knowledge and
skills

Early ntervention with joint assessment by physio and
SLT... We triaged every MND patient with full
respiratory review, followed by physio, SLT, and
dietetic input. This approach worked incredibly well
(Speech therapist 10)

Timely intervention and access to ongoing educa-
tion for healthcare professionals were consistently
highlighted, with an emphasis on improving know-
ledge through skill-sharing forums to enhance care.

Discussion

This survey explored delivery of cough and secre-
tion care for people with ALS. It demonstrates the
challenges faced by healthcare professionals man-
aging cough and secretion issues and has high-
lighted barriers and enablers to care, areas for
improvement, and identified the need for further
research. This study captures the number of differ-
ent healthcare professional groups, working within
a range of specialities, involved in cough and secre-
tion management in ALS.

Assessment

Physiotherapists were most likely to report that
they led cough assessment, but no single profes-
sional takes the lead on secretion assessment. This
may be due to lower confidence in secretion
assessment techniques identified in this survey or

because secretion management requires a multidis-
ciplinary approach. Subjective techniques such as
taking a history and observation were associated
with greater confidence levels than objective
assessments, such as peak cough flow. It could be
hypothesized that these soft skills are transferable

between numerous different disease groups
whereas specific cough and secretion outcome
measures may require disease specific
competencies.

Treatment

Amongst all professional groups there was less
confidence implementing treatment strategies than
recommending them. This would suggest that
healthcare professionals have the knowledge of
treatment techniques but may lack the clinical
skills to be able to implement treatment strategies
(5,28) which has been highlighted as one of the
main barriers to delivering effective ALS MDT
care (29). A clear example of this within the survey
is Botulinum Toxin (Botox), with 40% reporting
confidence to independently recommend and only
8% reporting confidence to independently admin-
ister it. To prevent this having a negative impact
on care, the appropriate organizational resources
to support communication of this need and access
to it in a timely way is important. The complex
interplay of swallow, cough, respiratory care and
nutritional support means that each member of the
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MDT contributes discrete knowledge to support
collective decision making around secretion man-
agement treatment options (18) highlighted by the
qualitative responses of participants. However, this
approach needs clear lines of communication,
understanding of each other’s roles and the know-
ledge and skills to be able to implement appropri-
ate treatment options and without this shared
understanding of the goal, effective and timely
management may be hindered. There were no dif-
ferences between the frequency and confidence of
specialists and non-specialists performing assess-
ment and/or treatment tasks which was surprising.
This could have been due to how we defined a
specialist as a professional who worked within a
specialist ALS or respiratory service.

Muludisciplinary/interdisciplinary working

The value of multidisciplinary or interdisciplinary
care was consistently highlighted and the analysis
of this survey poses numerous questions around
role, responsibilities and upskilling. Although the
results show divided roles, with physiotherapists
tending to focus on cough and speech therapists
focusing on secretion and saliva management, it
could be argued that both skill sets are needed to
provide effective care. This is being implemented
in specialist clinics, where speech therapists and
physiotherapists sit together (30,31) and was high-
lighted by several respondents. These interdiscipli-
nary care models appear to work well when staff
are co-located within the same team, site or insti-
tution but are more challenging when professionals
are spread geographically, highlighting the need for
technology to support collaborative working (32).
How to support these care models and staff ups-
killing to improve cough and secretion manage-
ment care are questions that remain unanswered
and require further research.

Validated secretion outcome measures

Participants reported a lack of confidence and use
of secretion rating scales. Around 50% rated them-
selves as novices for all secretion rating scales with
very few rating themselves as confident to inde-
pendently implement these. The reasons for this
are unclear in the survey data and further qualita-
tive research will be undertaken to explore this. It
has been previously reported that approximately
half of people with ALS with secretion issues, des-
pite treatment, are still experiencing symptoms
which impact their quality of life (28). How treat-
ments are monitored in routine clinical practice
without the use of validated secretion rating scales
should be explored further. Validated outcome
measures to support effective communication
about secretion severity between team members
are important for improving secretion management

in this patient group, supporting interdisciplinary
collaboration. They can also be used to measure
the effectiveness of secretion management
interventions.

Barriers to care

The survey identified several barriers to the man-
agement of cough and secretion issues. The com-
plexity of care networks which span acute, primary
and palliative care being delivered across numer-
ous organizations and settings was highlighted as a
key barrier to effective care delivery. The lack of
robust evidence and clinical guidelines was
acknowledged as a barrier to effective care.
Participants reported using non-evidence-based
local guidance meaning that care is not consistent
throughout the healthcare system, making it harder
to work together toward a common treatment
goal. The rapid multisystem deterioration (e.g.
bulbar, respiratory, trunk, and limbs), and how
these systems are interlinked, makes managing
cough and secretion issues particularly challenging.
Respondents noted that availability of specialist
education, advice and support was one of the big-
gest enablers to care, reflecting much of the litera-
ture describing the challenges of managing
complex health conditions such as ALS
(29,33,34). The survey results highlight a need for
education to address knowledge and skill gaps in
managing cough and secretion issues, which will
help increase healthcare professionals’ confidence
in assessing and treating these complex problems.

Strengths and limitations

There were a high number of physiotherapist par-
ticipants, possibly due to physiotherapists’ involve-
ment in managing cough and secretion issues in
ALS, or the lead researcher’s background as a
physiotherapist. This may have influenced recruit-
ment through social media. Few medical professio-
nals participated. Most  participants  were
experienced, with over half having more than five
years of experience with ALS, indicating that less
experienced healthcare professionals’ perspectives
may have been underrepresented. This may have
impacted data around confidence and reduced
generalizability. As with any survey methodology,
all answers are self-reported, and participants may
document what they think their practice should be
rather than what it actually is. This study presents
data from the UK, but these recommendations
have applicability internationally, in a wide range
of healthcare services. Further research should
conduct similar surveys to establish consistency
and areas of divergence.
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Conclusion

Numerous barriers and challenges exist in cough
and secretion management in ALS. Healthcare
professionals report low confidence in both assess-
ing and treating secretion and saliva management
using validated tools and access to specialist care
and associated specialist equipment remains vari-
able. Healthcare professionals emphasized the
importance of education, skill acquisition and
greater research into this area to support practice.
Therefore, clinical training needs to focus on edu-
cational clinical tools to improve knowledge and
skill acquisition and interdisciplinary working.
Future research needs to evaluate the use of such
interventions within clinical practice to develop
and implement best practice models.
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