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AlD
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WHY ALS AID-IN-DYING REllUESTS ARE
COMMON WHILE ALS IS RARE

ABSTRACT: People with amyotrophic lateral sclerosis (ALS) disproportionately use
aid in dying. We explore aspects of the ALS illness experience that may help explain
the higher rates of aid-in-dying requests in this disease relative to others. In particu-
lar, the desire to maintain control is prominent in the face of arelentlessly progressive
disease that results in substantial disability. We also describe how the requirement
for self-administration of aid-in-dying medications impacts people with ALS. We con-
clude with suggested next steps to further our understanding of aid in dying in people
with ALS so that we can better provide them with comprehensive, person-centered
care.
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INTRODUCTION

People living with amyotrophic lat-
eral sclerosis (ALS) disproportion-
ately pursue medical aid in dying.
While cancer is the illness with the
largest number of people who die
through aid in dying, this is largely
because cancer is so common. ALS
is an uncommon illness, but a much
higher percentage of people with
ALS requestaidindyingthancancer
and other illnesses. For example, an
estimated 3.4-6.7% of people living
with ALS received aid-in-dying pre-
scriptions in Washington state be-
tween 2009 and 2014, compared to
only 0.6% of people who died from
cancer and 0.2% of all people who
died.!In 2023 in Oregon, 5.7% of all
people who died via aid in dying had
ALS, while ALS had a population
prevalence of just 0.08%.%3

The high proportion of ALS pa-
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tients who contemplate aid in dy-
ing is not new; between 1995 and
1997, 56 of 100 people with ALS
in Oregon and Washington sur-
veyed said that they would consider
what was at that time called phy-
sician-assisted suicide if it became
legal.* Oregon’s Death with Dignity
Act followed in 1997.2

To increase our collective un-
derstanding and shed light on this
important issue, we convened an
interdisciplinary group. The group
consisted of ALS and palliative
care clinicians (ALS neurologists,
palliative and neuropalliative care
specialists, an ALS speech patholo-
gist, and a palliative care chaplain)
from eight institutions across six
states—including both states where
aid in dying is legal and where it is
not—as well as a person with ALS
and a care partner representative.
Participants in this focus group re-
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sponded to the question, In your ex-
perience, what is driving the relatively
high frequency of medical aid-in-dy-
ing requests in people with ALS? The
conversation was wide ranging and
included not only potential expla-
nations but also a discussion of the
nuances of aid in dying in ALS cases
and ideas to advance practice in the
area. A subset of the focus group
collaborated on this article to pres-
ent our thoughts and propose next
steps.

POSSIBLE MOTIVATIONS
FOR MEDICAL AID IN DYING
IN PATIENTS WITH ALS

It may be tempting to simply as-
sume that because people with ALS
suffer more than people with other
illnesses, they use aid in dying more
frequently. But it is impossible to
compare the subjective and mul-
tifaceted experience of suffering
across different illnesses. Instead,
we identify four aspects of the ALS
experience that help explain the
higher rate of aid in dying. They are:
the importance of control in the
face of dependence, the relentless-
ness of the disease course, concern
about death from choking or respi-
ratory failure, and worry about be-
ing a burden on others.

Control in the face of dependence

In our experience, and consistent
with the literature, a major motiva-
tion for aid in dying among people
living with ALS is the desire to have

control over the dying process and
the associated desire to preserve
autonomy.>¢ Desire for control is a
common motivator for people with
all serious illnesses to pursue aid in
dying.”? However, this motivation
may be particularly common in ALS
patients, given the nature of the dis-
ease.

ALS is characterized by an inexo-
rable series of losses in ability—first
to engage in favorite activities, then
to perform activities of daily living,
then to eat and speak, and finally
to breathe unassisted. The loss of
the ability to communicate verbally
while cognitionis preserved is espe-
cially difficult for people with ALS
and differs from the progression of
most other illnesses. With each of
these losses, control diminishes and
dependence increases. People with
ALS often fear the most extreme
manifestation of this situation: be-
ing “locked in” at advanced stages
of the illness, with near complete
paralysis. Given how profound the
loss of control can be in ALS, it is
understandable that people seek a
way to gain some agency through
aid indying.

Clinicians in our group observed
that simply knowing about the op-
tion of aid in dying or having access
to aid-in-dying medications can
provide comfort to some people liv-
ing with ALS, even if they have no
immediate plan to take the medica-
tions. The comfort of knowing aid in
dying is available gives patients an
increased sense of agency and more
optionsin the face of this illness and
can be therapeutic even without
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Sandy Morris, an ALS patient, on her porch in the Sierra mountains of California. She had a medically assisted
death later that year. Photo: Talia Herman

changes in a person’s current physi-
cal circumstances.

Relentlessness of the
disease course

ALS is well recognized to be tena-
cious in its course. Once neuromus-
cular function is lost it does not re-
turn, and a future with increasing
disability is certain. Even if a person
with ALS takes FDA-approved med-
ications and decides to extend their
life with percutaneous endoscopic
gastrostomy (common) or trache-
ostomy (less common), these thera-
pies do not reverse loss of function
or stop the ongoing losses.'®!! In-
stead, they can enable a person with
ALS to live to the point of near-com-
plete paralysis, while generally fully

aware of their own limitations.

The course of illness in ALS con-
trasts with other terminal diseases.
In heart failure and cancer, for in-
stance, therapies can extend qual-
ity of life and often improve symp-
toms and function such that overall
decline is punctuated by periods of
relative recovery and “better days,’
even close to the end of life. The rel-
ative preservation of cognition in
ALS also distinguishes the decline
from other neurodegenerative con-
ditions like dementia, in which peo-
ple often have less awareness of
their dependent situation.

In our experience, people living
with ALS and their care partners
understand and anticipate the re-
lentless nature of this terminal dis-
ease. A study in the Netherlands
found that most (56%) caregivers of
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people with ALS who chose to has-
ten death via euthanasia reported
that “no chance of improvement”
was a reason for that choice.*?

Concern about death from
choking or respiratory failure

Prior research has found that un-
controlled pain is a less common
motivator for aid in dying among
ALS patients compared to people
with cancer.! Respiratory distress,
however, is a particularly feared
symptom of end-stage ALS. A re-
view of 30 people with ALS con-
sidering aid in dying in California
found that many worried about “in-
tolerable symptoms” like shortness
of breath.> In addition, many ALS
patients with compromised swal-
lowing function (dysphagia) have
had the experience of choking when
they try to drink or eat. Choking
combined with an inability to cough
forcefully because of diaphragmat-
ic weakness can be very frightening.
Therefore, people living with ALS
may also seek aid in dying because
of a fear of dying from choking or
respiratory failure, which they of-
ten refer to as “suffocation.”

Fear of distressing shortness of
breath might also be expected in
advanced respiratory illnesses like
chronic obstructive pulmonary dis-
ease or interstitial lung disease.
However, these respiratory illness-
es often have a more fluctuating
course, and there may be a sense
that more can be done to treat the
underlying illness even at advanced
stages (e.g., increased supplemental

oxygen, steroids, or antibiotics).

It is important to note that some
people with ALS may not know that
a death by hypoventilation can of-
ten be peaceful and comfortable
and that opioids, benzodiazepines,
and positive pressure ventilation
can help relieve their suffering. ALS
clinicians must educate patients
about the typical end-of-life course
of ALS and the options for palliation
of respiratory symptoms. Even af-
ter receiving such education, some
patients living with ALS may pre-
fer the faster and more controlled
process of aid in dying rather than a
more prolonged and potentially un-
comfortable death by respiratory
failure or aspiration.

Worry about being
a burden on others

Because people living with ALS
are often significantly dependent
on others for their physical needs,
family members and other care
partners typically spend a substan-
tial amount of time providing direct
care, attending to household tasks,
managing equipment, obtaining
medications, coordinating care, and
so on. Unlike many other serious
neurologic illnesses, such as Parkin-
son’s, patients with advanced ALS
have a short prognosis and main-
tain the cognitive capacity to make
them legally eligible for aid in dy-
ing. The degree of perceived burden
coupled with intact insight may dis-
tinguish ALS from other progressive
neurological diseases in which peo-
ple become highly dependent. Ad-
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...WE DO NOT MEAN TO IMPLY THESE
FEELINGS ARE UNIVERSALLY HELD
AMONG ALL ALS PATIENTS.

ditionally, the extent and duration
of functional dependence in ALS is
greater than for many other serious
illnesses, such as cancer, in which pa-
tients tend to be more highly func-
tional until the final stage of illness.
In large part because of the care-
giving needs associated with the ill-
ness, the financial impact from ALS
can also be substantial. The litera-
ture suggests that some people liv-
ing with ALS are motivated toward
aid in dying in part because they
worry about the burden on their
family and other care partners,
though not all care partners expe-
rience their role as burdensome.>?

CRITERIA FOR
AID-IN-DYING ELIGIBILITY

Though late-stage ALS can impact
cognition in up to half of people,
at the time when their prognosis
is less than six months, which is a
requirement for medical aid in dy-
ing, the cognitive effects are most
commonly not severe enough to
impair the capacity to make a deci-
sion about aid in dying.**-*¢ This sit-
uation is in contrast to people with
other neurodegenerative diseases
with major motor impairment, such
as Parkinson’s disease, which more
commonly than ALS can have se-

vere cognitive impairment before
the less than six-month prognosis,
precluding those patients from aid
indying.

US laws also require that people
self-administer aid-in-dying med-
ications—for instance, orally or by
depressing a plunger on a 60-to-
100cc syringe attached to a gastric
feeding tube or a rectal catheter.
Some people with ALS fear that
they will lose the strength to do so,
denying them the aid-in-dying op-
tion if they wait until they are too
weak. This has led some ALS pa-
tients to pick an earlier date for aid
in dying than they would otherwise
prefer in order to avoid the window
of opportunity closing and being
trapped in an intolerable state. In
this case, it would be impossible to
know whether they would, in fact,
have found that state intolerable.
It is worth noting here that recent
clinical knowledge and innovations
have led to a number of methods
whereby ALS patients with minimal
limb motor abilities can still self-in-
gest aid-in-dying medications, for
example, by clasping and then re-
leasing a valve in their mouth or
pushing a syringe with their fore-
head.

Regardless, concerns about losing
access lead to increased stress and
worry around the process, which
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raises a challenging ethical ques-
tion: Some claim that the law as cur-
rently written discriminates against
people with physical disabilities and
callfor targeted changestoincrease
access to aid in dying for people
with neuromuscular diseases like
ALS.?18 Notably, in many countries
outside of the USwhere aid in dying
is legal, prognostic criteria and the
requirement of self-administration
are less stringent.?2°

IMPLICATIONS AND
NEXT STEPS

Aid in dying for ALS is a topic about
which people, depending on their
values, beliefs, and lived experienc-
es, have a wide range of strongly
held opinions. Certainly, not all peo-
ple living with ALS will consider aid
indying, and in discussing some rea-
sons why people with ALS may con-
sider aid in dying, we do not mean
to imply these feelings are univer-
sally held among all ALS patients.
However, since this is an illness in
which requests for aid in dying arise
relatively frequently, we feel it is
important to understand why and
prepare clinicians to address the
existential needs revealed by these
requests.

Clinicians may feel that if we are
unable to ease symptoms or fears
enough to obviate a patient’s wish
for aid in dying, we are failing as
healers and falling short of our com-
mitment to alleviate suffering and
provide comfort. However, we also
maintain a commitment to walk
with people through their illnesses
no matter where that leads and to

address their options for palliation
and, in states where it is legal, the
potential for aid in dying.

A European review of physician
attitudes toward aid in dying in
patients with ALS suggested that
physicians are more comfortable
responding to a request for aid in
dying than initiating the conversa-
tion.? This is also true in our expe-
rience—although within our focus
group, some clinicians’ practices
have shifted to introducing the op-
tion of aid in dying earlier in ad-
vance-care-planning conversations
as part of informed consent about
their spectrum of end-of-life op-
tions before patients address it spe-
cifically. Future studies should ex-
plore the question of whether and
how clinicians and community orga-
nizations should or should not pro-
actively educate people living with
ALS about the option of aid in dy-
ing. Many ALS patients may already
have the question of aid in dying on
their minds, and an open discussion
could address unanswered ques-
tions or concerns, bringing ease and
reassurance, whether or not an as-
sisted death is pursued.

However, we must also be wary
of the Disability Paradox, by which
people without a serious disability
(such as clinicians or people in early
stages of illness) underestimate the
quality of life with a disability.?? Cli-
nicians must take great care when
communicating with patients not to
suggest that life with ALS will even-
tually feel not worth living. Most
people with ALS do not feel this way,
and any implications to the contrary
could quickly degrade trust.
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Given that a desire for control features strongly in ALS patients who con-
sider aid in dying, further research is needed to explore additional ways that
control and agency can be offered to people with ALS—through education,
involvement in advocacy, and highlighting strengths and capabilities that
persist in the face of physical disability. These actions might also provide
comfort and reassurance.

It is imperative that we engage diverse groups of people living with ALS
and their care partners. We acknowledge that nobody in this group of au-
thors is living with advanced ALS, and we cannot understand the nuances of
these decisions without that lived experience. We also appreciate that each
person’s experience with ALS is unique and that culture, background, and
lived experience influence people’s thoughts and feelings about aid in dying.
We need a concerted effort to involve a diverse range of people from a wide
range of demographic, cultural, and religious groups at varied clinical stages
of ALS in further research, which could include qualitative interviews with
ALS patients, to understand not only motivations for aid in dying but also
how these requests can best be addressed.
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