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Abstract

Background: Integrated multidisciplinary care is required to manage the progressive and debilitating symptoms associated
with motor neurone disease. Professionals can find providing the level of care required by this population clinically and
emotionally challenging. To support those working with these patients it is important to understand the experience of the entire
multidisciplinary team involved and the impact of working with motor neurone disease on their emotional and psychological
well-being.

Aim: To identify what is known about (1) healthcare professionals’ experience of working with motor neurone disease and (2) the
impact of this work on their emotional and psychological well-being.

Design: Scoping review. Review protocol registered on Open Science Framework.

Sources: Five electronic databases were searched in January 2023 and 2024. Grey literature and hand searches were completed.
Results: Fifty-one sources published between 1990 and 2023 were included. A total of 1692 healthcare professionals are represented.
Three main categories were identified: (1) The demands of providing motor neurone disease care. (2) Factors influencing professionals’
ability to provide desired levels of care. (3) The emotional impact of working with motor neurone disease. Subcategories are depicted
within these.

Conclusion: Positive experiences included job satisfaction, enhanced perspective and receiving gratitude, while negative implications
such as stress, emotional exhaustion and burnout also featured. The demands of motor neurone disease patient care, the organisation
of services and resources required to meet patient and family needs and the emotional burden for professionals involved, warrant
greater recognition in clinical practice, guidelines and future research.

Keywords
Psychological well-being, emotional distress, health personnel, occupational stress, multidisciplinary care team, neurology, palliative
care, burnout, psychological

What was already known?

e Integrated multidisciplinary care, provided by an extensive multidisciplinary team is recommended to manage many
progressive symptoms and to optimise quality of life for people living with motor neurone disease.

e Professionals can find providing the level of care required and interactions with these patients and families both clini-
cally and emotionally challenging.

e Literature on the experience and impact of working with motor neurone disease from perspective of all healthcare
professionals involved has not been systematically reviewed.
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What this paper adds?

Motor neurone disease care can be experienced as intensive, distinctive and more time-sensitive than the care required
by patients with other life limiting conditions.

Professionals have experienced emotional exhaustion, burden, frustration, anxiety, stress and burnout due to caregiving
for motor neurone disease patients and their families.

The benefits of working with motor neurone disease are job satisfaction, receiving gratitude and enhanced appreciation
for one’s own personal life.

External and organisational factors often perceived as outside of professionals control can limit their ability to provide
desired levels of care, often resulting in feelings of stress and frustration.

Multidisciplinary care is not only necessary to meet the multiple needs of patients and informal caregivers but is also an
important source of emotional support for professionals working with motor neurone disease.

Implications for practice, theory, policy or future research?

The emotional burden for professionals working with motor neurone disease patients and their families should be rec-
ognised. Future research should focus on directly addressing and measuring the psychological health and well-being of
professionals involved in providing this care.

The organisation of motor neurone disease patient services and processes for interservice communication and collabora-
tion should be considered to reduce many of the external demands and associated stressors for professional care teams.
Professionals working with motor neurone disease patients should have access to collegial and multidisciplinary team
support, future work should consider what additional supports, interventions or training could help to reduce the pro-
fessional stress and emotional toll associated with working with this complex condition.

Future work should consider both the individual and shared needs for support of the different teams and professionals
involved in providing motor neurone disease patient care.

Introduction

Motor neurone disease is a group of rapidly progressive
neurodegenerative diseases,! of which amyotrophic lat-
eral sclerosis is most prevalent. These terms are often
used interchangeably, but in this review motor neurone
disease will define the condition. Motor neurone disease
is a terminal disease, with an average life expectancy of
1-4 years from diagnosis.2 Current treatment focuses
on managing associated symptoms and optimising quality
of life,> using a multidisciplinary approach to care.*”
Multidisciplinary care should be delivered by a specialist
team, in collaboration with community, hospital and pal-
liative care services.*®

Much of the research on the delivery of multidiscipli-
nary care has focussed on the views, experiences and
needs of patients and informal caregivers’.8-10 Patients
and informal carers recognise and value high quality mul-
tidisciplinary care.!! However, they have experienced ser-
vices as being fragmented,’? encountered healthcare
providers with limited knowledge and understanding of
motor neurone disease symptoms,®!3 received poorly
communicated and conflicting information* and experi-
enced difficulty accessing home care, respite, palliative
care and specialist services.81> As the disease progresses
increasing dependency and the level of care required
have also been associated with high levels of burden,®
emotional distress'” and reduced psychological well-
being!® for patients and informal caregivers. The physical

and emotional strain of informal caregiving is recognised
in best practice and clinical management guidelines.*’

Informal caregivers provide most of the home-based
care,'® but depend on an integrated team of profession-
als for support with the patients and their own physical,
psychological and social needs.1920 Despite the level of
support and care provided by professional care teams, in
often clinically and emotionally difficult circumstances,
the impact of this work on the their own well-being has
not been widely considered in research to date.?! The
New Zealand best practice recommendations are the
only guideline briefly referencing the clinical and emo-
tional challenges faced by healthcare professionals.” To
augment our understanding of the challenges to provid-
ing effective multidisciplinary care, that meets the needs
and expectations of patients and their informal support
network, it is important to consider the experiences and
perspectives of the professional care providers. Some
studies have addressed the challenges of professional
caregiving for specific groups of professionals such as
doctors,?? nurses?324 or primary care teams? and in spe-
cific circumstances such as supporting the withdrawal of
non-invasive ventilation?® or communicating the diagno-
sis.1 However, this research has not been systematically
reviewed to date.

This scoping review aims to identify healthcare profes-
sionals’ experiences of working with this complex and
progressive condition and determine what is currently
known about the impact of working with motor neurone
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Table 1. Selection criteria.

Population, concept and context
Population

Healthcare professionals® — medical, nursing, allied health or any other professional providing care for motor

neurone disease patients and/or their informal caregivers as part of the healthcare service

Concept

Healthcare professionals’ perception of their experience of providing care or services for people living with

motor neurone disease and/or their informal caregivers and/or their perception of the impact of providing care
for people with motor neurone disease on their own emotional or psychological health or well-being

Context

Any healthcare setting such as, but not limited to, hospital, hospice, community, outpatient clinics, home care

or residential care, that provide a public, private or voluntary healthcare service for people living with motor
neurone disease and/or their informal caregivers

Types of studies
Language Studies published in the English language
Year No limitation on timeframe
Study design

All original study designs including grey literature

aln this review the term ‘professionals’ will be used to define the population.

disease on the emotional and psychological well-being of
all healthcare professionals involved. This review also
aims to identify areas for important future research on
this topic.

Design

This review is based on guidance from Arksey and
O’Malley,?” Levac et al.22and The Joanna Briggs Institute.2®
An a priori review Protocol is registered on Open Science
Framework (https://osf.io/gkjme), and was followed
throughout the review process.

Eligibility criteria

Development of the selection criteria (Table 1) was guided
by the Population, Concept and Context (PCC) framework.?®
and determined the parameters of sources for inclusion.

Search strategy

Five electronic databases; Embase, Medline, Cinahl,
PsychINFO and Web of Science were systematically
searched in January 2023 and January 2024. The search
strategy was developed with assistance from a medical
librarian (DM), using keywords for ‘motor neurone dis-
ease’, ‘multidisciplinary care’, ‘healthcare service’, ‘health-
care professionals’ and ‘experience’ or ‘perspectives’. See
Supplemental Material for an example of one complete
search strategy. All original study designs were included.
Review articles were excluded but any relevant original
studies within identified reviews were included. There
was no limitation on year of publication, but sources were
limited to the English language. In addition, grey literature
was searched (Open Grey, ProQuest Dissertations and
Google Scholar) using combinations of key words from
database searching. MW completed a hand search in the
reference list of each source selected for inclusion and in
all review articles identified.

Data screening

All citations were exported to Covidence digital review
management software,3° for screening and data man-
agement. The lead reviewer (MW) screened all texts by
title and abstract. Full texts were retrieved, read and
reviewed by MW and cross-checked by the second
reviewer (AC). Any disagreements were discussed, and
when consensus could not be reached the third reviewer
(MG) was consulted.

Data extraction

The data extraction tool was developed at the Protocol
stage and pilot tested by the research team (Supplemental
Material 2). The lead reviewer (MW) extracted; (1) study
title, (2) author(s), (3) year of publication, (4) country of
publication, (5) study design, (6) number of healthcare
professional participants, (7) participants profession(s) (8)
healthcare setting participants worked in, (9) experience
of providing care as described by the professional and (10)
any emotional or psychological response described or
potential impact on their health or well-being.

Data analysis

As guided by Levac et al.28 the characteristics of included
sources were analysed using descriptive statistics in
Microsoft Excel and qualitative data were analysed using
conventional content analysis.3! Qualitative data were
imported to NVivo 1232 for coding and categorisation,
codes were derived directly from the data and sorted into
categories and sub-categories to answer the review ques-
tion. Methodological rigour of included sources was not
assessed, as was not relevant to the aim of this review.28
Findings are reported descriptively, in line with the
Preferred Reporting ltems for Systematic Reviews and
Meta-Analysis extension for Scoping Reviews33 (PRISMA-
ScR; Supplemental Material 3).
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Figure 1. Preferred reporting items for systematic reviews and meta-analysis (PRISMA) diagram.34

Results

Results from the search strategy and
selection process

The PRISMA diagram3* (Figure 1) outlines the study selec-
tion process. A total of 1258 citations were identified from
electronic databases (January 2023 and 2024). After
duplicates were removed, 770 sources were excluded by
title and abstract screening. 13 texts were identified from
hand searching in the reference lists of included sources
and 7 from the grey literature search. 142 full texts were
reviewed and cross-checked, of these 51 met the inclu-
sion criteria. Reasons for full text exclusion are reported in
Figure 1.

Characteristics of included sources

Fifty-one sources were included in the review, of which
n =42 (82%) used qualitative, n = 4 (8%) quantitative and
n=5 (10%) a combination of both methods. European
countries were most represented (n = 31), however there
was wide global representation: USA (n=9), Australia
and New Zealand (n = 8), South America (n =2), Canada
(n=3), Asia (n=2) and South Africa (n=1). Included
sources were published between 1990 and 2023. An
increase in interest on this topic was observed over time
with n=16 (31%) of all included sources published
between 2021 and 2023. See all characteristics of
included sources in Table 2.

Healthcare professionals represented

A total of 1692 professionals are represented from 15 dif-
ferent professional backgrounds (Figure 2). Medical
n =558 (33%) and nursing n = 537 (32%) professionals are
more highly represented than allied health or social care
professionals n = 310 (18%) combined. Profession or disci-
pline was not reported for n =288 (17%).

Healthcare settings

Professionals were working in six main healthcare set-
tings. Hospice and palliative care were most highly repre-
sented (n=20) followed by community/primary care
(n=18), hospital (n=17) and specialist multidisciplinary
team clinics (n=15). Voluntary organisations (n=4) and
residential care facilities (n = 2) were least frequently rep-
resented. The majority of sources n=32 (63%) recruited
professionals from a single setting and only n =10 (19%)
recruited professionals from three or more different
settings.

Results from the qualitative synthesis

Three main categories were generated: (1) The demands
of providing motor neurone disease care (2) factors influ-
encing professionals’ ability to provide desired levels of
care (3) The emotional impact of working with motor neu-
rone disease. Sub-categories are depicted within each of
these (Figure 3).
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Physiologist 12
Chaplain 1
Psychotherapist 1
Healthcare Assistant 13
Counsellor 1
Complimentary Therapist 1
Care Coordinator/Managers wmmmm 40
Social Worker = 10
Psychologist mm 21
Speech and Language Therapist mmm 31
Occupational Therapist mmmm 34
Dietitian/Nutrition e 64
Physiotherapist m——— 100
Not Specified

Healthcare Professions Represented

The Number of Healthcare Professionals Represented in each Profession

o 100

Nurse ) 537

Medical e ——— 558

288

200 300 400 500 600
Number of Professionals

Figure 2. The number of healthcare professionals within each of the represented professions.

The demands of providing motor neurone disease care

Intensive, time-sensitive and individualised care. Pro-
viding care for people living with motor neurone disease
and their families required exceptional multidisciplinary
team effort.23255864 professionals described going above
their ‘usual practice’ or ‘typical role’ to meet the com-
plexity and extent of patient care needs.13:23:37,38,44,55,56
Their care was described as distinctive and often priori-
tised over patients with other conditions.!324253% Some
professionals were described as committed and passion-
ate,®16577 while others avoided working with this popula-
tion due to the perceived complexity.2> Nurses particularly
described the intensity of care as physically and mentally
exhausting and the associated workload as limiting their
capacity to care for other patients.*36178 |n one source
the unequal time nurses had to give to those with motor
neurone disease, over others in their care, caused them
‘ethical discomfort’ and they felt that reduced patient-
to-nurse ratios were required to provide safe and quality
care for these patients.”®

The continuous, heterogeneous, unpredictable and
often rapid nature of disease progression is a unique
feature of motor neurone disease, that contributed to
professionals feeling under ‘time pressure’ and ‘working
within windows of opportunity’.13243537,39,51,57,60,65,66,72-74
Professionals in many sources reported having inadequate
time to address all the clinical needs motor neurone dis-
ease patients presented With.14’22'24'26'35'37'39'43'49'54_56'58'
60-62,6576 Professionals could feel overwhelmed by the
multitude of clinical problems*43 and perceived the
duration of standard appointments as insufficient to

adequately address all identified issues.526> Homecare
nurses in one source felt able to provide adequate person-
centred care, because of additional time available to
them.”2

Interventions and care needed to be individualised
for each patient and family.3537.39.49.56,67.7577 Developing
relationships with patients and families was important
to understand their needs and priorities and facilitate
an individualised approach to their care.232537.6578
Professionals expressed concerns about quality of care in
the absence of a patient-provider relationship.?> How-
ever, they acknowledged that developing and sustaining
relationships with these patients and families required
emotional effort and adjusting their demeanour and
approach for each individual situation was challenging.3”

The need for specialist knowledge, skills and experience.
Having up to date knowledge about the condition and
available treatments was essential37394260.66 35 patients
hope for a cure, meant they often sought information
from multiple sources®® and were interested in ongo-
ing research.>® Keeping up to date with evidence and
the availability of services was difficult for professionals
who provided this care infrequently.37.3%66 One General
Practitioner stated:

the clients with MIND usually know about them [treatments]
before us. . . you know they’re on the internet.?®

Professionals who specialised in motor neurone disease
care valued having specific and profound knowledge,*°
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(1) The Demands of Providing Motor
Neurone Disease Care

o Difficult conversations

¢ Intesive, time-sensitive and individualised care
¢ The need for specialist knowledge, skills and experience

¢ Navigating legal, moral and ethical uncertainty

(2) Factors Influencing Professionals’ Ability
to Provide Desired Levels of Care

¢ Organisational factors
¢ Covid 19

¢ The physical and psychological condition of the patient
¢ Balancing the needs of informal caregivers
e Multidisciplinary teamwork, communiation and collaboration

Figure 3. Overview of categories one and two and the sub-categories within each main category.

while access to expert knowledge was important to those
who encountered the condition less frequently.240

In many sources, professionals acknowledged their
limitations in having the required skills and experi-
ence to confidently provide motor neurone disease
care.37:39.45,56,60,6266 Nyrses reported needing to draw on
all their nursing skills to meet the associated chal-
lenges.3%%6 In one source, professionals felt significantly
less confident managing patients with motor neurone dis-
ease than those with a less progressive neurological con-
dition.*? Lack of confidence with the use of medical
equipment, assistive devices and technology commonly
used by these patients was also discussed.?25°460

Some felt that previous experience allowed them to
provide greater hope and optimism for motor neurone
disease patients and their families. They felt able to talk
about what could be done to manage symptoms and offer
solutions rather than just seeing barriers.26° More years
of experience was related to lower levels of stress for doc-
tors and clinic managers in one source,??2 while neurolo-
gists who were not experiencing burnout were working
with motor neurone disease for longer than those experi-
encing burnout in another.”” Many professionals felt that
most of what they learned about providing motor neu-
rone disease care was through their prior clinical experi-
ences37:56:6577; others felt that previous experience did not
necessarily help with the most challenging aspects, such
as end-of-life care conversations.3®

Difficult conversations. In one source 65% of neurolo-
gists reported ‘moderate-high’ levels of stress and anxiety
on delivering the diagnosis and 43% reported finding it

‘very — somewhat’ difficult responding to patients’ emo-
tional reaction to the diagnosis.3® Neurologists in another
source reported this to be the most emotionally challeng-
ing aspect of their job and that delivering more than three
diagnoses in a day, could leave them emotionally and
physically exhausted.”” 73% struggled to reveal the diag-
nosis to a patient they personally identified with because
of a demographic similarity such as age, gender, family
composition or career; one neurologist reported ‘hav-
ing a migraine after each MIND clinic and feeling stressed
and anxious about having so little to offer’.3¢ In multiple
sources, professionals struggled because of the lack of a
cure for this disease.36:4253,60,77

Eight sources discussed the dilemma professionals
faced when determining the appropriate time to intro-
duce conversations about advanced care planning,
palliative or end-of-life care.26:3544.48,49,51,57,76 professionals
aimed to start these conversations early, recognising that
skilled communication and good clinical judgement was
required to determine the appropriate time for each indi-
vidual.384449,51,57,7680 This involved considering factors
such as the rate of disease progression, social factors,
coping and acceptance and challenged even those experi-
enced in delivering motor neurone disease care.*
Professionals found it difficult to provide honest informa-
tion without taking away the person’s sense of hope or
optimism.14425177 They feared causing additional distress
and wanted to avoid ‘piling on the bad news’.2463

Conversations about end-of-life could be uncomforta-
ble, overwhelming and, sometimes avoided by profes-
sionals,2426:52 with some families wanting to discuss issues
such as euthanasia and physician assisted suicide.5>
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Professionals experienced anxiety about engaging patients
in conversations about advance care planning when they
were still relatively well.? Being comfortable talking about
end-of-life3? and having a positive perspective on working
with death was considered helpful, but difficult, for most.*°
Professionals perceived that a big part of their job was
often ‘to be present without intervening’*, ‘to be a lis-
tener3”, ‘simply allowing them to be sad'*® or ‘taking on
the burden of grief.2*37.77 Those working in specific pallia-
tive care positions were more comfortable with difficult
conversations about signs of deteriorating health, than
those without palliative care experience.244258

Navigating legal, moral and ethical uncertainty. Legal,
moral and ethical dilemmas were frequently described in
relation to decision making, planning, communicating and
managing end-of-life care.2426:50,5556,58,64,7476 The with-
drawal of non-invasive ventilation raised significant legal,
moral and ethical concerns for professionals involved in
this process.26:556.58 The |egal and ethical complexity was
compounded when the underlying reason for the patient
requesting ventilation withdrawal was their wish to die,
rather than the removal of burdensome treatment.5>56
Several sources also discussed the ethical dilemma profes-
sionals faced between respecting patient autonomy and
beneficence.*3:4459606474 Circumstances were described
when professionals were faced with complex ethical
dilemmas between supporting patient wishes and ensur-
ing their own, the patients or informal caregivers’ safety
or welfare.4360.74

Factors influencing professionals’ ability to provide desired
levels of care

The physical and psychological condition of the
patient. The rate of disease progression could impact the
quality of care provided.26:57.6572.74 professionals described
situations when the patient’s condition changed more
rapidly or abruptly than expected, rendering current sup-
portive measures immediately ineffective.>”.6¢ Profes-
sionals were required to respond rapidly to what were
described as ‘crisis’ situations.3?5! With a slower rate of
progression, the need for assistive devices, home care
services and other supports were less acute and profes-
sionals had time to effectively plan and support imple-
mentation.”? Professionals highlighted the need to take a
proactive or anticipatory approach to deliver good care
for these patients.39444849,516570,75 They aimed to stay
‘one step ahead’ by anticipating, planning and preparing
for interventions before they were required3?444351 and
described how situations could spiral into ‘chaos’ when
professionals were unprepared or uncertain about the
trajectory of deterioration.2>:3532

Patient psychological adjustment and coping was dis-
Cussed in 13 SOUrces.13’24’25’35'42’46’49_51’65'66'72’76 Accep_
tance’349516575 and denial?42>35495166 were raised as
enablers and barriers to the level of care that could be

provided. How patients adjusted to the diagnosis or dete-
rioration in their condition influenced when interventions
were provided. Patient and family acceptance of the diag-
nosis could influence clinician’s stress levels.** Patients
with some degree of acceptance of their condition,
were perceived as more open to discussions, engaged
in decision making and pro-active in managing their
symptoms.49,66

The ‘need for control’ could vary between patients, for
some it manifested as taking control of managing their
condition while for others it was exerted as avoidance or
disengagement.®® Professionals encountered patients
who were in denial or shock at the terminal nature of the
diagnosis and avoided engaging with services. This was
frustrating, as it significantly limited their ability to deliver
what was perceived as good anticipatory care.51.62.76

Professionals found it challenging to manage cogni-
tive and behavioural symptoms motor neurone disease
patients presented with.5277 Cognitive and behavioural
changes impacted patients’ understanding of informa-
tion and the quality and timing of their healthcare deci-
sion making.35516163,6577 |t also impacted their ability to
use aids and devices such as high-tech communication
aids and powered wheelchairs.61.63 Professionals felt
that patients who received cognitive and behavioural
screening, received better clinical care, as their difficul-
ties were identified and validated;5163 without routine
cognitive screening, mild cognitive changes were not
always identified.>! Professionals felt that more specific
and detailed knowledge of these symptoms could
improve their approach with these patients.>!

Presence of communication impairments presented
particular challenges.z3:24394273 Professionals highlighted
that having knowledge of communication devices and how
to effectively use them was essential to provide good
care373 and that training for professionals on how to use
these devices should be addressed.”? Understanding
patient’s wishes, ensuring they were appropriately included
in discussions and respecting their autonomy was chal-
lenging when communication was a problem.2426:5573,74

Balancing the needs of informal caregivers. Profes-
sionals recognised the important role of informal carers
and the exhausting level of care they provided.3739.74.78
‘The heavy care burden brought the family to the verge
of ruin’.’* Professionals reported difficulty assessing how
much strain the family could manage?> and providing
emotional support and hope, in the face of deteriorating
illness.5978 They were exposed to ‘a lot of tears, frustra-
tions and helplessness’® and found it ‘awful to look at'?
the emotional distress and burden family members expe-
rienced.”® Some felt pressured for time or lacked knowl-
edge about how best to support families.50.78

It was important for professionals to develop good
relationships with family caregivers as in many cases they
were the conduit between the patient and the care
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team.?43%78 Professionals described collaboration with
families as a balancing act and often encountered dilem-
mas and family dynamics.2449,51,5260,74,77,78 | ack of con-
cordance between the wishes of the patient and their
family made things more difficult for the team supporting
them.*? Decision making was challenging when the
patient and their family could not reach agreement,
patient's decision-making placed family members at
risk,5178 or family members engaged in activities that
were deemed unsafe for the patient.8! Professionals were
required to take both sides into account:

I don’t think you can only talk to the person with ALS and find
out just what they want, because what their carer wants
might be totally different. . . The client might say | want to
stay at home, it’s the only thing | want to do’, and the partner
might be going ‘there is no way | can handle physically their
behaviours’. So, you’ve got to take both into consideration>!

Multidisciplinary teamwork, communication and colla-
boration. Managing the complex needs of motor neu-
rone disease patients and their families, required a large
team and a union of authorities, teams and profession-
als.3960 Co-ordinating the number of people involved was
a frequently cited challenge.3?5160.7476 There could be
uncertainty about who’s role it was to co-ordinate patient
care or the clinician responsible for initiating certain dis-
cussions or interventions.26356276 professionals counter-
acting or duplicating each other’s work was experienced
when ‘one side doesn’t know what the other is doing’.3®
Feelings of frustration and powerlessness were experi-
enced by professionals working with external teams who
did not assign the same level of priority to motor neurone
disease care,*® or refused to provide a service, due to the
perceived level of complexity.254060 The need for better
communication and transfer of information between the
teams and services involved was identified.13:3539.76

The value of multidisciplinary team working, and
strong professional relationships was discussed in 21
Sources.23'24'26'37f4°‘42'51'52'5556'58‘50'59'72'7376‘79 Six sources
described challenges when there were differences of
opinion about how care be provided within the health-
care team.26:5255,56,62,74 Effective teamworking was impor-
tant for professionals and contributed to their job
satisfaction.*%7® When professionals worked in what they
perceived as a well-functioning multidisciplinary team,
they felt enabled to deliver effective support and care
for patients and their families.>2606% Professionals also
recognised the emotional support they received from
working within a strong multidisciplinary model of
care.23:40,41,52,55,59,77,78 professionals reported that collegial
support was invaluable in helping them to process ‘heavy’
thoughts and emotions that arose from the difficult situa-
tions they were faced with when working with these
patients.*® In the absence of team support professionals
reported feeling overwhelmed,*? vulnerable>® and iso-
lated?> when faced with making decisions or providing

care alone. This was particularly relevant for nurses
and healthcare assistants providing care in patient’s
homes_25,43,78

Organisational factors. Ten sources referenced lack of
personnel or high rates of staff turnover as a problem for
delivering consistent and high-quality care.?2.242537.43,62,
63,6567,77 29% of neurologists and 34% of motor neurone
disease clinic managers in one source considered leav-
ing their position due to stress or financial issues.?? High
rates of turnover resulted in inconsistent team composi-
tion and prevented important aspects of care from being
delivered,?>:43.62,63,6567 for example, lack of neuropsychol-
ogists prevented routine cognitive assessment in multi-
disciplinary clinics.®3

It could be challenging to recruit professionals to work
with motor neurone disease patients, as ‘people avoided’
working with this patient group. High levels of turnover
made it challenging to develop professionals’ expertise
and retain professionals with the required level of compe-
tency to meet the demands of motor neurone disease
patient care.> With low staff turnover, professionals
established a connection with their patients that allowed
them to gather sensitive and personal information about
their care preferences. This was considered essential to
provide good person-centred care.?®

Availability of finances, resources, access to services
and assistive devices were identified as barriers by pro-
fessionals in 14 SOUrceS.22’25’37’42’43’46’53'58’62’65’67’70’71’77
Geographical variation in funding and services available
impacted equitable service delivery.62.6570 professionals
identified that standard pathways for accessing services
and medical devices were inappropriate for these
patients.>53 Long delays with administration and
obtaining financial approval was more problematic for
this population than other less quickly progressing dis-
eases.>> A number of sources discussed how bureau-
cratic processes resulted in patients receiving necessary
medical aids or devices after the disease had further
progressed and the device was no longer suita-
ble.2537.46,51,53,70,71,51 professionals found this stressful,>!
while organisational factors such as being understaffed
and institutional demands contributed to others experi-
encing burnout.””

Covid 19. Healthcare professionals’ experiences of
delivering motor neurone disease care for patients during
the COVID-19 pandemic was discussed in three sources
from 2020 to 2022.546869 Enforcing visiting restrictions
was described as causing ‘palpable distress’ and ‘emo-
tional devastation’ for members of a palliative care team
involved in the care of a young lady with motor neurone
disease. This case was identified as an ‘exceptional case’
and ‘ethically challenging’ for the staff involved, due to
the patient’s motor neurone disease associated commu-
nication impairment. She could not use technology to
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engage with her family, as others could and staff viewed
the restrictions imposed as ‘wrong on so many levels’.5*

Specialists’ ability to carry out important assessments,
such as the physical examination required to confirm the
diagnosis and spirometry testing, one of the key assess-
ments for monitoring disease progression could not be
completed virtually.6® Professionals reported feeling con-
cerned about missing important clinical details and the
impact of this on the patient’s quality-of-life and sur-
vival.5? Professionals also experienced delayed access to
key services including gastrostomy insertion, provision of
wheelchairs and home help and hospice services being
unavailable at certain times.%8 Professionals described
how they developed new models of service delivery to
overcome many of these challenges, but some expressed
reduced confidence in their ability to deliver optimal care
during this time.®°

The emotional impact of working with motor neurone
disease. Many sources referenced the emotional
involvement for professionals working with motor neu-
rone diSeaSe.ZZ'24'26'37’38’40_42’45’46’52’55’56’58’64’68’73’76_78 A fu”
overview of the emotional and psychological responses
described are provided in Table 3. Professionals reported
needing to disengage their personal feelings3864 and
using compartmentalisation as a coping mechanism,
whereby they avoided thinking about work situations
outside of work, many felt they would not be able to
continue in their role otherwise:””

I kind of have to separate a bit emotionally because obviously
I wouldn’t be able to survive”’

Other professionals, particularly those who spent a lot of
time with patients such as clinical specialists, homecare
nurses and primary care teams reported developing close
relationships and for some an emotional connection or
bond.374158 These professionals could feel profound loss
on the patient’s death.*1%8 In one source, 66% of neurolo-
gists and 94% of clinic managers contacted a patient’s
family after their death and 25% of neurologists and 55%
of clinic managers attended patient funerals;?? another
neurologist reported:

I don’t go to funerals, it’s kind of like my line. | can be sad with
the patient and the family all the way to their death, but | just
can’t go to a funeral a week. . . it’s just too much for me”’

Professionals discussed how some cases affected them
more than others, such as when the disease progressed
quickly, or patients were younger.*® Others found it emo-
tionally challenging to witness patient and family suffer-
ing.2>*> Professionals described how it could be hard to
leave their jobs behind when they were not working® and
that episodes from work could occupy their minds in their
private lives.*? In two sources professionals reported lack

of preparation and education about how to manage the
emotional and moral suffering they experienced from
working with these patients.51,82

Five sources discussed the profound emotional
intensity for professionals involved in withdrawing non-
invasive ventilation.26:385556,58 professionals reported a
huge emotional strain planning for the withdrawal, ‘it
felt like setting a date for someone to die’>® and ‘a per-
sonal sadness’ after the withdrawal had taken place.3®
In a study of UK doctors over half of the respondents
rated the emotional challenge of withdrawing ventila-
tion as 7/10 with over 20% rating this as 9/10 on the
scale.> Three studies reported the lasting effects on
professionals involved in this process with some report-
ing vivid memories that stayed with them for years after
the event.385556

Nine sources discussed a sense of job satisfaction and
reward that professionals experienced from working
with motor neurone disease patients.22-2440,45,46,56,77,79
Professionals described how they felt privileged to be
in the position to support patients and families through
a difficult time, help them when they ‘needed it
most’4046,47,56,77 gnd felt appreciated by the level of grati-
tude they received.4046.77.78

you really get so much in return, you know, when you are in
the midst of all the hopelessness — you actually feel the
appreciation or gratitude coming from the patient or the
relative*®

In two sources professionals reported that a benefit of
their work was that the life and death scenarios they
encountered, gave them greater perspective and appre-
ciation for their own personal lives.4.77

Discussion
Main findings

To the best of our knowledge, this is the first review that
has comprehensively identified the available literature
representing professionals’ experience and the emotional
and psychological impact of working with motor neurone
disease. A total of 1692 professionals are represented,
from 15 disciplines and 6 key healthcare settings. There
are few examples of other conditions requiring interven-
tion from this number of professionals and teams, within
a typically short trajectory of illness.

From this review it is evident that working with motor
neurone disease is distinctive and more stressful than
other areas of practice. The care provided is intensive,
time-sensitive and needs to be individualised for each
patient and their informal support network. It is neces-
sary to keep up with emerging knowledge and evidence,
specialist skills, technology and aids to meet the evolv-
ing needs and expectations of patients and families.
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Developing trusting relationships with patients and fam-
ilies was seen as important as professionals frequently
engaged in difficult and emotionally charged conversa-
tions about deteriorating health and future care plan-
ning. Complex decision-making also raised significant
legal, moral and ethical uncertainty for many profession-
als involved.

Factors were identified which could restrict or support
professionals to provide what they considered high-qual-
ity care. These included the physical and psychological
condition of the patient, the needs of their informal car-
egivers, team and collegial support and a range of organi-
sational factors. Three sources also discussed practical
and emotional challenges to providing adequate care for
this population during the COVID-19 pandemic. This is
widely supported in the literature with many profession-
als experiencing mental health problems and moral injury
because of difficulties delivering optimal care for severely
unwell patients during this time.8! Despite the added
impact of COVID-19, the emotional and psychological toll
for those working with motor neurone disease was evi-
dent before this period, with both positive and negative
implications identified in this review.

What this study adds, implications for
practice and future research

The findings of this review corroborate research outlining
the difficulties experienced by motor neurone disease
patients and informal caregivers in their interactions with
the healthcare system. Their experience of services as
being fragmented and difficult to access!?8 is echoed
by professionals in this review. Professionals identified
geographical variation in services and funding available,52
different team compositions and priorities,’3 poor com-
munication between teams and services,3° time pressures
and varying degrees of professional confidence and expe-
rience® as limiting their ability to provide adequate levels
of care in some circumstances. Feelings of powerlessness
and frustration were expressed by professionals in several
situations when they felt constrained in their ability to
efficiently meet their patient’s needs;37405160 organisa-
tional factors were also attributable to experiences of
stress and burnout.225177 Organisation-focussed changes
and interventions have been shown to effectively reduce
burnout for healthcare workers.83 The need to standard-
ise care pathways and inter-service communication
among professional teams has been previously called
for84 and is required to alleviate the stress associated with
poorly co-ordinated care for patients, their families and
the healthcare teams involved.

The emotional toll for professionals exposed to
repeated patient suffering, death and dying are well
established in oncology and palliative care.8>86 Previous
research has identified the need for greater recognition of

the emotional burden for professionals caring for people
with terminal neurological diseases.8” Harris et al.2! found
that professional well-being was almost completely
ignored in the motor neurone disease literature, despite
alluding to stress and burnout as a problem. Similarly, this
review found that professional well-being was not directly
questioned or measured and was not the primary aim of
most identified sources. However, feelings of being over-
whelmed, burdened, emotionally exhausted, frustrated,
stressed, anxious and burnt-out were identified by pro-
fessionals’ managing different aspects of motor neurone
disease patient care. The psychological well-being of
healthcare professionals is a growing concern internation-
ally.88 Reduced professional well-being in many clinical
areas, is linked to absenteeism, high rates of turnover
and has implications for the quality of patient care.8?
Phenomena, such as occupational stress, burnout, com-
passion fatigue and moral distress have been widely rec-
ognised for clinicians faced with prolonged exposure to
patient suffering, complex end-of-life care dilemmas?091
and for those working in high intensity clinical environ-
ments.?2%3 The challenges described by professionals in
this review further strengthen the need to investigate the
well-being of this population. Identifying specific risk fac-
tors for reduced professional well-being is important to
mitigate the consequences for professional retention and
motor neurone disease patient care.

It is important to highlight the positive experiences
identified by professionals working with motor neurone
disease, including feelings of pride and satisfaction in
being able to help*® and enhanced appreciation for their
own health and personal lives.”” Having good multidisci-
plinary team and collegial support was important for job
satisfaction;*® for those who were working alone feelings
of stress and anxiety were more prominent.5676 This is
concordant with the palliative care literature, whereby
homecare assistants and community nurses providing
hospice care at home identify loneliness and isolation as
factors negatively influencing their job satisfaction. Peer
support and contact positively impact their well-being
and intention to stay.?* Potentially protective or support-
ive factors were not explicitly measured in any identified
source or explored with members of the multidisciplinary
team, other than neurologists. Coping mechanisms, such
as compartmentalisation and debriefing with colleagues
were identified in one study.”” Previous experience was
helpful in certain circumstances,®° but was not always the
case. More years of experience could be associated with
higher stress levels,?2 and years of experience was not
helpful in the most challenging clinical scenarios.354°
Personal protective factors, meaning in work®s resilience®
and coping styles®”:?8 have been identified as supporting
professionals working in palliative and other end-of-life
care positions and warrant greater consideration for those
working with motor neurone disease.



Walls et al.

241

This review identified that while professionals from dif-
ferent disciplines and working within different service and
organisational structures share many of the same stresses,
frustrations and emotional responses to working with this
patient population, they also have different experiences,
responsibilities and needs for support. Despite many
sources recognising these differences, they were not
explored in depth. To facilitate professionals to work
synergistically and provide the level of integrated care
required by motor neurone disease patients, future
work is needed to identify both the individual and shared
needs for support of the different groups of professionals
involved in providing care for these patients.

Strengths and limitations

This is the first review to provide a comprehensive overview
all healthcare professionals’ experience and perspective of
providing motor neurone disease care. The primary strength
of this review is the use of a transparent, systematic and
reproducible search strategy and broad inclusion criteria.
Included sources were limited to the English language typi-
cally reflecting middle to high income countries such as the
UK, USA and Australia. This may have excluded representa-
tion of healthcare services from other countries that may
have provided alternative cultural insights or challenges.
Some included sources can be considered low level evi-
dence such as case reports and opinion pieces. Title and
abstract screening were completed by the first author only.
Although due care was taken, some relevant sources may
have been excluded in error, as they were not cross-checked.
Critical appraisal of included sources was not undertaken, as
was not relevant for the purpose of this review.

Conclusion

By reviewing the literature available from 1990 to 2024,
we have categorised how healthcare professionals
describe the experience of working with those affected by
motor neurone disease. Professionals perceive working
with motor neurone disease as distinctive from other life-
limiting conditions. External and organisational barriers
could limit their ability to provide optimal levels of care
and working with these patients and families had implica-
tions for professional well-being. The potential for some
to remain working in this clinical area over time was ques-
tioned, while others avoided working with this patient
group. Working within an effective and supportive multi-
disciplinary team was important for both job satisfaction
and emotional support. Addressing some of the external
and organisational issues identified has the potential to
support and retain professionals to provide the intensive,
integrated and specialist level of care required by these
patients and their informal support network. It is also

important to acknowledge and recognise the potential for
professional stress and emotional burden for those inter-
acting with these patients and their families. Future
research should focus on identifying specific risk and pro-
tective factors for professional well-being and tailored
support strategies to address the unique needs of profes-
sionals working with motor neurone disease.
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