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RESEARCH ARTICLE

ALS Health care provider wellness

GREGORY HANSEN1, SARAH BURTON-MACLEOD2 & KERRI LYNN
SCHELLENBERG3

1Divison of Pediatric Critical Care, Jim Pattison Children’s Hospital, Saskatoon Canada, 2Divison of Palliative
Care Medicine, Faculty of Medicine & Dentistry, University of Alberta, Edmonton, Canada, and 3Division of
Neurology, Department of Medicine, University of Saskatchewan, Saskatoon, Canada

Abstract
Background: Interest in health care provider (HCP) wellness and burnout is increasing; however, minimal literature
explores HCP wellness in the context of Amyotrophic Lateral Sclerosis (ALS) care. Objectives: We sought to determine
rates of burnout and resiliency, as well as challenges and rewards in the provision of ALS care. Methods: A survey link
was sent to physicians at all Canadian ALS centers for distribution to ALS HCPs in their network. The survey included
demographics questions, and validated measures for resiliency and burnout; the Brief Resilient Coping Scale (BRCS)
and the Single Item Burnout Score (SIBS). Participants were asked to describe challenges and rewards of ALS care,
impact of COVID-19 pandemic, and how their workplace could better support them. Results: There were 85 respond-
ents across multiple disciplines. The rate of burnout was 47%. Burnout for female respondents was significantly higher
(p¼ 0.007), but not for age, role, or years in ALS clinic. Most participants were medium resilient copers n¼48
(56.5%), but resiliency was not related to burnout. Challenges included feeling helpless while patients relentlessly pro-
gressed to death, and emotionally charged interactions. Participants found fulfillment in providing care, and through
relationships with patients and colleagues. There was a strongly expressed desire for increased resources, team building/
debriefing, and formal training in emotional exhaustion and burnout. Conclusions: The high rate of burnout and chal-
lenges of ALS care highlight the need for additional resources, team-building, and formal education around wellness.
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Introduction

Health care provider (HCP) wellness has garnered
increasing attention recently, with rising levels of
burnout amongst Canadian physicians post-
COVID-19 pandemic (1). Burnout and occupa-
tional stress have been explored in many fields
including nursing, physical therapy (2,3), and in
palliative care where burnout rates ranging from
30–60% are reported (4–7). However, there is lit-
tle literature exploring health care provider well-
ness in the context of Amyotrophic Lateral
Sclerosis (ALS) care.

ALS is a devastating neurologic disease with
limb, bulbar, and respiratory dysfunction (8). ALS
inevitably results in death, usually within 2–5
years, and clinic visits for patients with advanced

disease are often focused on a palliative approach.
Many ALS clinics do not have a dedicated pallia-
tive care provider, and team members provide pal-
liative support in addition to their other roles (9).
It is well recognized that caring for patients and
families at end of life is emotionally challenging.
The patients’ physical, emotional/psychological,
and existential distress, and the grief of family
members can lead to emotionally charged interac-
tions resulting in higher rates of burnout amongst
palliative care providers (4).

It is generally understood that providing ALS
care is emotionally challenging, but there is
minimal literature exploring this. A survey of neu-
rologists and nurse managers uncovered widely
variable levels of stress as measured from “none”
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to “very severe” at time points of diagnosis deliv-
ery, during patient care, and time of death (10).
While this study demonstrated high job satisfac-
tion, a significant number considered leaving their
position due to stress and operational issues.
Breaking the news of an ALS diagnosis can cause
significant distress for both residents and practic-
ing neurologists (11,12). Moral distress can arise
when HCPs feel they must address important end
of life decisions with patients who are not ready to
do so (13). Withdrawing noninvasive ventilation
from patients with ALS at end of life was emotion-
ally challenging for palliative care physicians (14).
There has been a call for increased recognition of
the moral distress inherent in ALS care provision,
and increased support for these HCPs (15).

The World Health Organization defines burn-
out as a syndrome ‘resulting from chronic work-
place stress that has not been successfully
managed’ characterized by exhaustion, depersonal-
ization or negativism/cynicism, and a sense of inef-
fectiveness (16). Burnout is important to address
since it has been associated with poor mental and
physical health, reduced empathy, medical errors,
lower quality of patient care, physican absenteeism
and attrition (5). Resilience has been defined as
the capacity to ‘recover after exposure to stressful
circumstances or events (4).’ It is postulated that
resiliency can be improved with learning and
effort.

We wished to study rates of resiliency and
burnout in multidisciplinary ALS HCPs. We
hypothesized that a high rate of burnout would be
uncovererd. We also wished to explore the chal-
lenges and rewards inherent in providing ALS
care, and elicit participant views in how HCP well-
ness could be better supported.

Participants and methods

ALS HCPs in Canada completed an anonymous
online survey between 3 April – 31 May 2023.
REDCap (Research Electronic Data Capture;
Vanderbilt University) was used to allow for
anonymous participant responses, support data cap-
ture for research studies, secure layer encryption
and ensure secure web authentication (17). The
University of Saskatchewan granted ethics approval
(Beh-REB# 4040). The consent form was located
on the first page of the online REDCap survey, and
all participants were required to consent before pro-
ceeding to the survey questions.

Subjects

The national organization ALS Canada distributed
the survey description and REDCap link to all
members of the Canadian ALS Physician network
(CALS) via email. This encompassed the 23 rec-
ognized CALS centers for the provision of ALS

Care across Canada (18), and all 44 CALS physi-
cians (neurologists and physiatrists) who provide
care at these sites received the email invitation/sur-
vey link. These physicians were encouraged to
complete the survey, and specifically asked to
forward to other physicians from additional sub-
specialites as applicable, as well as other professio-
nals such as nurses, physical and occupational
therapists, respiratory therapists, dieticians, speech
language pathologists, social workers, psycholo-
gists, research assistants, and clinical coordinators
involved in ALS care as part of a snowballing sam-
pling technique.

Survey design

The survey was designed to be sufficiently brief to
encourage participation, yet include enough data
to ensure meaningful results. We used previously
validated, brief, and well utilized outcome meas-
ures for both burnout and resiliency, as well as
open ended questions about wellness in the con-
text of ALS care. The survey was designed in 3
parts; 1) demographic questions, 2) burnout and
resiliency measures, and 3) free text questions.
Prior to distribution, the survey was pilot tested by
the researchers, using themselves as nonparticipat-
ing test subjects, to ensure the online survey was
capturing data correctly. The 5 demographic ques-
tions included age, gender, province, role in clinic,
and number of years in practice.

The survey included nonproprietary and vali-
dated measures for both resiliency and burnout and
participants were asked to respond in the context of
their ALS care provision. The Brief Resilient Coping
Scale (BRCS) has been utilized in multiple studies
of health care professionals (19–22). It is comprised
of 4 statements; 1) I look for creative ways to alter
difficult situations, 2) Regardless of what happens to
me, I believe I can control my reaction to it, 3) I
believe I can grow in positive ways by dealing with
difficult situations, and 4) I actively look for ways to
replace the losses I encounter in life. Each question
is scored on a scale ranging from 1 (does not
describe me at all) to 5 (describes me very well).
Once the total score is calculated, participants are
characterized as low (4–13), medium (14–16), and
high (17–20) resilient copers according to the prede-
fined scoring system. The Single Item Burnout
Score (SIBS) has been shown to be a reliable substi-
tute for the Maslach Burnout Inventory Emotional
Exhaustion (MBI:EE) and has been used in several
studies in the healthcare setting (23–27). The SIBS
consists of a single question ‘Overall, based on your
definition of burnout, how would you rate your level
of burnout?’ and participants choose one of 5
answers (1¼ I enjoy my work. I have no symptoms
of burnout, 2¼Occasionally I am under stress, and
I don’t always have as much energy as I once did,
but I don’t feel burned out, 3¼ I am definitely
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burning out and have one or more symptoms of
burnout, such as physical and emotional exhaustion,
4¼The symptoms of burnout that I’m experiencing
won’t go away. I think about frustration at work a
lot, 5¼ I feel completely burned out and often won-
der if I can go on. I am at the point where I may
need some changes or may need to seek some sort
of help.) The scoring is dichotomized between no
burnout (2 or less) and burnout (3 or more).

The participants were also asked open-ended
questions regarding provision of services to patients
with ALS. The questions were: 1) What makes car-
ing for patients with ALS emotionally challenging?
2) What makes caring for patients with ALS reward-
ing? 3) How could your work environment/institu-
tion improve to better support your ALS team’s
wellness? 4) Has caring for patients with ALS during
the pandemic impacted your wellness? How? 5)
What are your additional ideas about how to pro-
mote ALS provider team wellness?

Data analysis

REDCap software managed and collected data.
Participant responses were anonymized, reviewed
for completeness and analyzed with IBM SPSS
Statistics 28 (IBM Corp). The open-ended survey
data were analyzed using inductive thematic ana-
lysis; a qualitative method of data analysis used to
identify and analyze themes or patterns (28). This
method involves familiarization with the data
through iterative review, generating codes/themes,
reviewing themes through revisiting the data, refin-
ing and renaming themes, and locating examples of
those themes (29). Two researches (KLS, GH)
independently reviewed the data and followed this
process to uncover recurring patterns. Discrepancies
between the researchers were resolved through an
iterative process of discussion and reexamination
of the themes until consensus was reached.
Quantitative data were summarized as proportions,
and comparisons between i) BRCS and sex, age,
role or years in clinic; ii) SIBS and sex, age, role or
years in clinic; and ii) BRCS and SIBS, utilized chi-
square statistics. A point-Biserial correlation was
also calculated between the BRCS numerical score
and SIBS dichotomy.

Results

Demographic data

All surveys were fully completed (no partially com-
pleted surveys). The participant characteristics are
summarized in Table 1. There were 85 respond-
ents from 9 Canadian provinces. All Canadian
provinces were represented except for Prince
Edward Island, which is the smallest province.
The majority of respondents were female (n¼59,
69%) compared to male (n¼ 25, 29%). All ages

from 20–29 category to the 60þ category were
represented, with most participants in the age
40–49 category. Physicians comprised 40% of the
responses (n¼34), with additional representation
from nine other health professions (n¼ 51, 60%)
including nursing, physical therapy, occupational
therapy, respiratory therapy, speech language path-
ology, dietician, social work, research assistant,
and other. The majority of respondents had been
practicing in an ALS clinic 10 years or less, but
those who provided care in clinics for longer peri-
ods, even greater than 25 years, also participated.

Resiliency and burnout

Data from the BRCS indicated that the majority of
participants were medium resilient copers n¼48
(56.5%), followed by high resilient copers n¼21

Table 1. Participant Demographics.

Characteristics

Total number of respondents, n 85
Gender, n (%):
Female 59 (69.4)
Male 25 (29.4)
Other 0
Prefer not to say 1 (1.2)

Role, n (%):
Nurse 11 (12.9)
Physician 34 (40)
Physical Therapist 3 (3.5)
Occupational Therapist 6 (7.1)
Respiratory Therapist 10 (11.8)
Social Worker 4 (4.7)
Speech Language Pathologist 3 (3.5)
Dietician 3 (3.5)
Research Assistant 5 (5.9)
Other 5 (5.9)
Prefer not to say 1 (1.2)

Province, n (%):
British Colombia 4 (4.8)
Alberta 24 (28.6)
Saskatchewan 11 (13.1)
Manitoba 5 (6.0)
Ontario 16 (19.0)
Quebec 8 (9.5)
New Brunswick 14 (16.7)
Nova Scotia 1 (1.2)
Prince Edward Island 0 (0)

Newfoundland & Labrador 1 (1.2)
Number of years in practice, n (%):
1–4 31 (36.5)
5–10 27 (31.8)
11–15 11 (12.9)
16–20 4 (4.7)
21–25 4 (4.7)
26þ 5 (5.9)
Prefer not to say 3 (3.5)

Age, n (%):
20–29 3 (3.5)
30–39 26 (30.6)
40–49 29 (34.1)
50–59 17 (20.0)
60þ 7 (8.2)
Prefer not to say 3 (3.5)
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(24.7%) and low resilient copers n¼ 16 (18.8%).
There were no significant differences in resiliency
scores in regards to sex (v2 ¼ 1.67; p¼ 0.44), age
(v2 ¼ 1.44; p¼ 0.49), role (v2 ¼ 0.01; p¼0.99),
or years in clinic (v2 ¼ 0.43; p¼0.81).

According to the SIBS, the rate of burnout
(score of 3 or more) was 47% (n¼40) amongst
ALS care providers. Burnout was more common
in females (n¼33, 56%) as compared to males
(n¼6, 24%) (v2 ¼ 7.20; p¼0.007) (Figure 1).
Burnout was not significantly different with age (v2

¼ 9.23; p¼0.06), role (v2 ¼ 1.33; p¼0.25) or
years in clinic (v2 ¼ 2.92; p¼ 0.71).

Data of resiliency versus burnout is summar-
ized in Table 2. There was a significant difference
between burnout and BRCS using chi-squared sta-
tistics (v2 ¼ 10.12; p¼ 0.006). As well, the two
variables demonstrated a low point-biserial correl-
ation (r¼−0.188).

Challenges in ALS care provision

When asked to describe the factors that make car-
ing for patients with ALS emotionally challenging,
four major themes emerged; patients’ rapid deteri-
oration until death, emotionally challenging inter-
actions, feeling helpless, and institutional pressures/
lack of resources.

1) Rapid deterioration/inevitable death. Many
participants found it difficult to watch the relent-
less progression of disease, and described distress
in knowing that even best treatments would be
unable to alter the course of disease in a significant
way. Providers found it challenging to deal with
the frequent deaths of patients for whom they had
provided care for some time.

‘They all die. Every time we meet someone new,
we know they only have a limited time left to live.
They carry a heavy burden and we feel/share that
burden.’

‘It’s difficult when every conversation may turn
into an end of life conversation and patients
deteriorate rapidly from one clinic to another.’

‘You get very invested in the intimate details of
their lives by programming speech devices with
their entire life’s worth of details. You meet with
the patient and families frequently as needs
change. They pass away quickly and it can be an
emotional gut punch.’

2) Emotionally challenging interactions.
Multiple participants discussed the secondary
trauma of witnessing families deal with continual
loss. The HCPs described their investment into
the lives of their patients, and felt the losses along-
side them. End of life discussions were emotionally
challenging, particularly when patients/families did
not accept the diagnosis and its implications.

‘It’s a heavy emotional toll. The focus is on
holistic well being and as we cannot physically
cure their illness we invest more in their mental
and emotional well being while trying to help them
enjoy the value in their lives that they have.
Dealing with a fatal illness that takes parts of the
person slowly requires so much of the provider.’

‘Patients and families’ extreme frustration with the
disease is deflected toward us.’

‘[There is an] emotional impact of creating a space
for patients and their families to grieve the illness,
their current loses and future loses, walking with
patients through their journey with ALS when it is
very difficult for patients to find moments of hope/
joy in the face of this illness.’

3) Feeling helpless. Participants stated that they
felt helpless in the face of a relentlessly progressive
disease with devastating effects. They cited a lack
of resources, equipment, time, and the absence of
a medication to significantly alter the outcome as
contributors.

‘[There’s a] feeling of inability to truly help these
patients. We know the outcome of the disease and
even though we try to help, it feels sort of
inconsequential.’

‘[It’s] hard to find solutions that last very long as
they change so quickly. Trying to provide them

Figure 1. Gender and Burnout.

Table 2. Brief Resilient Coping Scale versus Single Item
Burnout Score (n¼85).

Burnout, n (%) No Burnout, n (%)

High Coper 10 (11.8) 11 (12.9)
Medium Coper 17 (20) 31 (36.5)
Low Coper 13 (15.3) 3 (3.5)
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with hope but knowing at some point there isn’t a
good solution anymore.’

‘They all die. They are looking for hope which you
cannot necessarily accommodate.’

4) Institutional pressures/lack of resources. A
consistent theme was the lack of resources dedi-
cated to ALS clinics in order to provide necessary
care. The time pressures of having to address con-
tinual urgent situations, and the lack of resources to
do so were cited as considerable sources of distress.

‘Insufficient funding and staffing ratios – being
asked to ‘do the impossible’ with respect to
caseload numbers for years on end.’

‘Not having the human resources to be able to
provide the care our patients need. Moral distress
knowing that if you just had more time, you could
be proactive in their care rather than reactive which
does not always result in a positive outcome.’

‘Lack of community resources to support clients
and caregivers. High caseload. Unpredictable
schedule.’

Impact of the COVID-19 pandemic

Thirty-nine percent of participants felt that work-
ing in the ALS over the COVID-19 pandemic
impacted their wellness. When asked to describe
the effect, both positive and negative impacts were
discussed. Some participants stated that working
with colleagues in a multidisciplinary clinic, and
working with this patient population actually
improved their mood. Others cited clinic shut-
downs, limited access to resources, and resultant
delays in diagnosis as having negative impact on
their wellness. However, the majority of respond-
ents (61%) felt that providing ALS care during the
pandemic had no impact on their wellness.

‘It was always hard. The pandemic didn’t change
that.’

Rewards in ALS care provision

While providing care in ALS is challenging, it was
clear that participants found caring for this popula-
tion extremely rewarding. The benefits included
relationships with patients/families, relationships
with the team, finding fulfillment in helping, and
appreciation from patients/families.

1) Relationships with patients/families. Many
providers found their patients’ responses to adver-
sity inspiring, and found deep satisfaction in

building these relationships. Connections with
these patients and families were described as an
honor, a privilege, a reward. HCPs felt that walk-
ing through the ALS experience with patients ‘puts
your own problems in perspective’ and that this
allowed them to see the ‘beauty in life magnified.’

‘The patients and families are seemingly endlessly
resilient. Their positivity and ability to cope with
frequent setback is humbling.’

‘The work we do is so immensely valuable. It is
such an honor to sit with a patient in their grief
and see the person they were and are outside of
their illness.’

‘Sharing deeply private and emotional conversations
with patients and families, knowing that someone
trusts you enough to open their hearts [is
rewarding]. I'm privileged to have the chance to
share these most initmate moments with patients
and families.’

2) Relationships with the team. The support
and camaraderie of the multidisciplinary team was
a frequently cited benefit of caring for this popula-
tion. The relationship between team members sus-
tained the HCPs when dealing with emotionally
challenging situations, death and dying.

‘My amazing co-workers truly care for these
patients. We support each other.’

‘They are all such wonderful people. The team is
great to work with.’

[It’s rewarding] knowing you’re a small cog in the
wheel of their care, and like everyone else involved
you only want the best for that person and their
loved ones.’

3) Fulfillment in helping. Participants consist-
ently discussed the personal satisfaction they
derived from doing their best for patients, and
being able to offer resources, answer questions, and
provide hope. Being able to provide tangible solu-
tions was extremely meaningful, particularly for
those patients who ‘have no other avenue for hope.’

‘The patients I work with are the most positive,
strong willed individuals in the face of an awful
diagnosis. It is rewarding to see them try new
things and adapt to their changing function as best
they can. It is also rewarding when you can find a
solution to a problem they are having that makes
their lives easier.’

ALS Health care provider wellness 5



‘Having the ability to inject some meaning, hope,
and dignity into what is otherwise an inevitable
tragedy.’

‘So much is rewarding. Listening to their story,
helping them with financial applications or
assisting them with anything they may need.’

4) Appreciation from patients/families. It was
rewarding for providers to hear words of appreci-
ation and thanks from patients and families.
Despite the many challenges, knowing that their
work was appreciated was extremely fulfilling.

‘Most of patients appreciate what we do for them.
I feel like I really make a difference in their lives.’

‘[It is rewarding] when you see a patient and you
are able to put a smile on their face, even for a
brief moment. When you suggest something to
help with a symptom and it works and the patient
is grateful.’

Institutional support for wellness

Participants were asked how their work environ-
ment/institution could improve to better support
wellness. The major themes were need for add-
itional resources, team debriefs/grief support, and
acknowledgement from the institution.

1) Additional resources. Both human resources
(more time allotment to clinic, vacation coverage,
administrative support) as well as patient equip-
ment needs (including supplies for noninvasive
ventilation) were discussed. Participants described
needing to constantly fight to obtain or keep basic
resources. A consistent theme was the lack of
adequate allied health support (nursing, social
work, occupational therapy) to address the com-
plex needs of patients.

‘We are dealing with an impossible task of
managing more patients than we can handle. WE
NEED HELP.’

‘Ensure that adequate resources exist to support
patients properly. There is nothing worse than
feeling like needs of patients are not met, and
there is nothing we can do about it.’

‘Ensure enough resources - particularly in regard
to time and compensation. These patients are
complex, and often a lot of follow-up care is
required. Most of us are happy to provide this care
- however, if we do not have the time to complete
it, then burnout is likely.’

2) Team debriefs/grief support. Given the chal-
lenging interactions and emotionally charged con-
versations inherent in ALS care, the majority
participants felt they would benefit from more con-
sistent team building exercises and debriefing.
They also felt that formal training to deal with
grief and burnout would be valuable. Provision of
counseling and participation in wellness exercises
were encouraged. More information for team lead-
ers on how to support their teams was requested.

‘More education, formal support sessions
regarding burnout, trauma-informed care, and
compassion fatigue.’

‘Occasional but regular team building activities
that foster inter-colleague relationships and non-
work related conversations.’

‘More team building. Suggestions on how to
actually deal with burn out or how to not reflect it
back on your own life.’

3) Acknowledgement. Participants stated that
the institutions should take an active role in pro-
viding the additional human resources to sustain
high quality care, to facilitate the team debriefing,
and to provide training in wellness. It was felt that
the institution did not appreciate or fully under-
stand the complexity of care offered by the clinic,
and what each job entailed. Practitioners felt that
they were operating “in an island.” There was not
felt to be adequate remuneration or time allotment
for the heavy paperwork burden and complex fol-
low up.

‘We need a clear understanding from management
that multidisciplinary care is complex, time
consuming, detailed, specific, and exhausting.’

‘More managerial support to ensure that we are
able to sustain the high level of care we provide
considering we are a multi-disciplinary and multi-
functioning clinic.’

‘I think each institution needs to be more aware of
how the health care team that works with ALS
patients and families is emotionally impacted.’

Discussion

Unsurprisingly, a high rate of burnout was found
in nearly half of the respondents (47%). According
to a systematic review, it is challenging to compare
rates of burnout across studies, or to accurately
define rates of burnout given the different outcome
measures and methodologies utilized; a very wide
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range of burnout rates in physicians has been
reported from 0–80% (30). Physician burnout was
53% in the Canadian National Physician Health
Survey, and also 53% in the 2023 Medscape
National Physician Burnout and Suicide Report
(31,32). Palliative Care practitioners are felt to be
at high risk of burnout given the emotional toll of
caring for those with terminal illnesses, but even
here, rates of burnout are variable, ranging from
30–60% (4–7). According to the 2018 Medscape
National Physician Burnout study, neurologists
tied for highest levels of burnout amongst 29 spe-
cialties surveyed (48%) (33). A survey of over
4000 American neurologists demonstrated that
approximately 60% had at least one symptom of
burnout (34). It was postulated that contributing
factors included the personality traits of those who
choose neurology, the detailed and lengthy assess-
ments, and the devastating nature of many neuro-
logic illnesses. Rates of burnout were 45% in a
systemic review of nurses (2), 38% in a survey of
American primary care providers/nurses (23), and
31% in a Spanish survey of physical therapists (3).
The high burnout in our study was comparable to
those rates in the literature for neurology and pal-
liative care providers. This underscores the impor-
tance of our qualitative data; we truly learn about
the specific needs and challenges of ALS HCPs
when we explore their thoughts.

While the rate of burnout in our study was
more than double for females (56%) than for
males (24%), there were no statistically significant
relationships found for any other demographic var-
iables studied. This gender discrepency has been
seen in other surveys of physician burnout includ-
ing the Canadian National Physician Health
Survey (23% increase in odds) (31), the 2023
Medscape National Physician Burnout and Suicide
Report (63% female vs 46% male) (32) and an
American survey of neurologists (65% female vs
58% male) (35). It has been postulated that there
are multiple factors contributing to this observa-
tion, including competing family interests, work-
place inequities, (35) and the finding that on
average, female physicians spend more time with
each patient, and might demonstrate a more com-
passionate manner, thus putting them at risk for
emotional exhaustion (36).

In our study, resiliency scores were not related
to burnout, suggesting that regardless of level of
resiliency, all are at risk for burnout. This is a
similar conclusion to a large study of resiliency
and burnout in over 5000 American physicians.
While higher burnout scores were related to lower
scores of resilience, even amongst those with the
highest possible resilience scores, burnout was seen
in 29% (37). Resilience and burnout were also
found to have a complex relationship without
definitive correlation in nurses (38). Our study did

not uncover a relationship between demographic
data (age, sex, role, years in clinic) and resiliency.
While a study of Canadian palliative care physi-
cians demonstrated a correlation between older
age and increased resiliency which was interpreted
as a ‘survivor effect’ (5), a systematic review of
physicians and resiliency demonstrates that the
vast majority of studies do not uncover a relation-
ship between resiliency and demographic data
(39). This emphasizes the importance for all pro-
viders to acknowledge the risk of burnout for
themselves and for their teams, regardless of their
perceived level of resiliency.

The National Physician Health Survey demon-
strated that burnout amongst Canadian physicians
rose significantly after the COVID-19 pandemic
(53%) compared to rates of burnout pre-pandemic
(31%) in 2017 (31,40). This increase in burnout
was also seen in the Medscape National Physician
Burnout reports (42% in 2018, 53% in 2023)
(32,33). In our study, 61% of respondents did not
feel that caring for patients during the pandemic
impacted their wellness, and cited both negative
and positive effects of caring for ALS patients dur-
ing the pandemic. It must be recognized that most
ALS HCPs have roles in addition to the ALS
clinic, and their wellness may have been impacted
by these other working environments as well as the
effect of the pandemic on life in general.

The responses to the open-ended questions are
a rich account of HCPs interactions with patients
and their families, and tell a story of challenges,
rewards, and needs that cannot be captured on
quantitative measures alone. Unlike most areas of
medicine, with the exception of palliative care, all
patients with ALS die. Observing the relentlessly
progressive neurologic symptoms to death, and
engaging in emotionally charged interations have
left providers feeling helpless and unsupported by
their workplace. A consistent theme was a call for
additional resources, particularly human resources.
Despite the heavy emotional toll, HCPs described
caring for patients with ALS as an honor and a
privilege. This is consistent with a previous study
showing that while ALS care provision was stress-
ful, there was high job satisfaction (10). In our
study, rewards of ALS care provision included
relationships with patients/families, fulfillment in
helping, appreciation from patients, and relation-
ships with other team members. This is congruent
with previous finding that HCP resilience is associ-
ated with support from peers (41), emphasizing
the need for intentional team building activities.

The majority of HCPs in the study asked for
additional team building/debriefing, and formal
training in grief, compassion fatigue, burnout, and
wellness. No HCP volunteered that they had
received any formal training in these areas, nor are
the authors aware of any training for HCPs
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specifically in the context of Canadian ALS clinics.
While there may be institutional supports for well-
ness in general, this may not be known to ALS
HCPs, and there might be value in specific train-
ing in context of ALS. Studies assessing strategies
to improve HCP wellness in other fields have
resulted in generally favorable responses (42–44).
Improvement in physician resiliency was found
with cognitive behavioral and solutions based
counseling, but there was a less clear response for
mindfulness strategies (39). This study demon-
strates a voiced request for ALS provider wellness
strategies and education.

Limitations of this study include the inability to
clearly identify the survey response rate due to the
snowballing recruitment strategy employed, whereby
participants forwarded the link to colleagues.
However, this allowed for greater representation
across geographical regions and provider roles, and
for a country with relatively few ALS HCPs, we
consider 85 responses to be robust. It cannot be
known if the survey was truly representative of all
HCPs in Canada. The survey was not translated
into French, which may have limited participation
from Quebec. There were fewer responses for some
provinces and more for others than expected based
on population alone. It is possible that HCPs in dif-
ferent institutions within the same province may
have answered disparately, but our sample size was
too small to capture this. Those who felt particu-
larly strongly about the topic might be more likely
to complete a survey. Physicians were likely over-
represented (40%), possibly because physicians
were the first to receive the survey invitation prior
to forwarding it to other HCPs. As such, the data
cited from existing literature in our discussion is
also more heavily weighted toward the physician
experience, however, this does limit the applicability
to our results which were truly multidisciplinary.

This survey of ALS HCPs in Canada demon-
strates a high rate of burnout regardless of level of
resiliency, and discusses the challenges, rewards,
and needs in providing care for patients with ALS.
These results highlight the need for additional
resources, team-building, and formal education
around wellness.
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