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Objectives: The study aimed to explore how terminally ill individuals in the United States
approach medical aid in dying (MAID), including personal, interpersonal and structural
factors that influence their decision-making processes.

Methods: This embodied phenomenological study incorporated semi-structured (N = 9)
interviews with seven terminally ill adults who received a prescription for MAID. Interviews
occurred over Zoom between October 2021-January 2023 and was guided by
Ashworth’s framework for exploring phenomenological lifeworlds. Participants were
invited to share perceptions of their lifeworlds in pursuit of MAID including values;
embodied health, ability, and emotions; space and place in society; reflections on
time/timing; and political and cultural discourse. Data analysis integrated Wertz’s
phenomenological psychological analysis methods.

Results: The phenomenon of choosing MAID is an intricate juggling of lifeworlds between
participants’ embodied relationships, values, time and agency which lead to co-existing
experiences of uncertainty and hard-won relief.

Conclusion: Our findings contribute cutting-edge knowledge of the decisional tensions
and triumphs terminally ill individuals encounter as they approach MAID and highlight
practical implications for health and mental health providers in preparing
psychoeducational support for those seeking MAID.
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INTRODUCTION

Two centuries of progress in modern medicine and public health education have led chronic
and degenerative disease to outpace infectious disease, paradoxically leading to an increase in
slow, protracted deaths of old age, organ failure, or frailty [1–3]. End-of-life (EOL) healthcare
options may foster extended life, yet increase the likelihood of physical distress [4, 5] and
psychosocial strain [6–10], such as decisional anxiety [11]. How one chooses to spend their final
days and approach EOL decisions depends on access to resources (e.g., educational, financial,
social, physical and cognitive ability) [12–14] and personal values surrounding health and
quality of life [15, 16]. Research documents the complex decisional calculus that terminally ill
individuals balance between layers of personal, interpersonal and structural factors [17–19];
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however, evidence describing the phenomenon of choosing
medical aid in dying (MAID) in the United States remains
insufficient.

The 21st century’s primary social challenge of dying — the
timing of death — focuses on prevention of traumatic deaths,
dependency, and uncertainty [20] in favor of more
humanitarian dying processes [21]. In the late 1980s,
residents of western U.S. states advocated to legalize MAID
as an EOL option that promoted choice and agency [22].
Oregon residents successfully led a voter ballot initiative to
legalize MAID in 1997 [23] and 9 other U.S. states and the
District of Columbia have followed suit [24–26]. Requirements
to access aid in dying vary; however, each U.S. state and the
District of Columbia require that terminally ill individuals
have cognitive capacity and receive a prescription from a
medical provider for medications they will self-ingest to end
their lives [24, 27, 28]. Kozlov and colleagues [29] compiled
data from districts’ disparate registries to determine that over
the past 23 years, 8451 terminally ill individuals received
MAID prescriptions, while 5,329 died using these
medications. Among these individuals, the median age was
74 years, and the majority were male, non-Hispanic White,
college educated and had a diagnosis of cancer. While budding
data demonstrates trends in usage, limited research provides
context around forces that drive terminally ill individuals’
decision-making to pursue medical aid in dying in the
United States [30, 31].

Decisions at the EOL often involve painful trade-offs,
regardless of an individual’s degree of preparation [32, 33].
Values—and the strength of their clarity—act as psychological
guideposts for terminally ill individuals to choose a path forward
amidst uncertainty [34, 35]. Culture frequently serves as a
constraining factor, narrowing the possible values that
influence a decision [36–38]. Overwhelmingly, individuals who
have chosen MAID report basing their decisions on the values of
autonomy, control, and choice [39, 40]. However, we lack broad
understanding of how and why people in the United States
integrate these values into their aid in dying decision-making
processes [41, 42].

Knowledge from other countries about decisions to choose
MAID echo terminally ill individuals’ desire to limit anxiety
surrounding potential suffering and the loss of personal
dignity [43, 44]. Notably, uncertainties surrounding MAID
access and numerous medical tasks [43, 45] make it
impossible to avoid decisional anxiety. Given the estimated
74 million people living in United States’ jurisdictions with aid
in dying legislation [24, 29], an urgent public health imperative
remains to understand decision-making processes, benefits, and
barriers residents encounter.

Study Purpose
This study aimed to explore how terminally ill individuals in
the United States approach a medically assisted death,
including (1) personal, interpersonal and structural factors
that influence their decision-making processes; (2) values
about their body and identity; and (3) pivotal physical,

psychosocial and existential moments throughout the
preparation for an aid in dying death.

METHODS

Research Design
Maurice Merleau-Ponty’s phenomenology of perception served
as the philosophical framework to inform the study design, data
collection, analysis, and presentation of findings. His embodied
phenomenology incorporates a lens from which to classify one’s
perceived experiences of their body within a larger social context
[46] and provides a framework from which to conceptualize the
interdependent, layered contexts of the body, interpersonal
relationships, and social structures inherent in an aid in
dying death [47].

Sample
The study’s sample (see Table 1) included seven adults, ages
58–94 (mean age 73.1) who met MAID criteria and had
received a prescription for aid in dying medications.
Purposive sampling entailed partnering with medical and
mental health providers and organizations that provide
resources for those gathering information about MAID (e.g.,
the American Clinicians Academy on Medical Aid in Dying,
Compassion and Choices, Death with Dignity, doula
organizations, the Association for Death Education and
Counseling, and state-based aid in dying support and
advocacy organizations). We took a broad approach to
recruitment by partnering with providers and support
organizations from different states, and personal interests in
MAID so that we could reduce bias in our recruitment process.
Snowball sampling happened when two participants shared
about their research participation with friends. Recruitment
sources shared a flier (in English or Spanish) with interested
individuals that included a link and QR code to the online
consent form.

To protect the confidentiality of participants, of whom several
chose not to tell loved ones about their pursuit of MAID, we
present participant sociodemographic data in broad terms and
identify quotes with a pseudonym. The sample was
predominantly female (6/7, 85.7%), White (100%), and worked
in health, mental health or education fields. Their terminal
diagnoses included cancer (3/7, 42.8%), neurological illness (2/
7, 28.6%), or cardiac disease (2/7, 28.6%). Participants

TABLE 1 | Participant sociodemographics (N = 7) (United States, 2024).

Participant number and pseudonym Age Terminal illness

P4 Cheryl 58 Gynecological cancer
P17 Dorothy 89 Heart failure
P20 Linda 61 Motor neuron disease
P30 Nancy 71 Breast cancer
P35 Mary 59 Gynecological cancer
P45 George 84 Parkinson’s Disease
P54 Lorraine 94 Heart failure
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represented five of the 11 authorized jurisdictions, all of which
have disparate access to MAID.

Data Collection
Prior to data collection, members of the research team participated in
individual and group-based reflection to begin the process of bridling
[48] to decipher how their prior knowledge, practice and potential
biases as a healthcare social worker, researcher or thanatologist may
inform data collection, analysis and the presentation of the findings.
After completing the Qualtrics online consent form, survey questions
addressed participant’s health status and when they began the MAID
process. Each participant consented to have their interview both audio
and video recorded over Zoombetween themonths ofOctober 2021 -
January 2023. Two participants chose to complete one follow-up
interview within 3 weeks of their initial interview. Caregivers who
joined the interview also completed consent documents. Participants
received a $30 Amazon egift card for each interview.

Initial interviews followed the same semi-structured interview
guide (see Table 2), with the follow-up interview guide gathering
updates on their experiences in approaching an aid in dying
death. The initial interview questions focused on personal,
interpersonal and structural influences on their decision-
making, and barriers and triumphs encountered throughout

their pursuit of MAID. During the two follow-up interviews,
the participants delved more deeply into their decisions about the
timing of their final day, preparation of legal documents, tensions
they felt in prioritizing their needs over their loved ones’ needs,
and personal values that appeared salient in their decision-
making. Additionally, the second interview helped us to better
understand how decisions emerge within the complexity of illness
uncertainty, and how the progression of disease, inner self-
dialogue, interpersonal communication, and other factors
change over time. Interviews occurred on Zoom and lasted
between 35–93 min (average 52 min). An initial transcript was
produced by Zoom and edited by the second author while
watching the video to enhance accuracy.

Data Analysis
The first three authors participated in data analysis, incorporating
Finlay’s [49] approach to entering into a phenomenological
mindset and Wertz’s [50, 51]and Ashworth’s [52] methods for
analyzing phenomenological data. Prior to coding data, the first
three authors individually read all nine transcripts to discern the
overall landscape of the data. Each individually coded the first
interview and then met as a team to discuss initial thematic
insights. Ashworth’s [52] lifeworld framework guided our

TABLE 2 | Semi-structured interview guide (United States, 2024).

Interview topic Prompts

Introduction to the interview process We’d like to begin by thanking you for taking time to share your story with us. It is an
honor to learn from you about your experiences surrounding your decision to utilize
MAID. There may be times in our conversation that may bring up difficult thoughts. I
would like for you to let us know if you need to stop and take a break, grab some
water, or reschedule for a later time.

If okay with you, wewould like to start by learning a little bit about you and your medical
condition.

Knowing that individuals are not defined by their diagnosis, can you please share with
us about yourself? Who are you?
Family? Work? Hobbies?
Can you tell me about your illness and when you learned that it was not curative?

Please walk me through what the decision-making process was like for you when you
were considering medical aid in dying?

How did you learn about MAID?
What was your daily life like before you made the decision to choose medical aid in
dying?
Where did you receive your education regarding MAID? Discussion? Literature?
Video? Internet?
If through a healthcare provider(s), which one(s)?
What/who was the most supportive at the time of deciding whether to choose MAID?
After making the decision?
Did you experience any barriers or changes in relationships (professional or social)
after making this decision?

We would love to learn a little bit about what life has been like for you since you chose
medical aid in dying.

Howwould you describe the practical and/or emotional support you have received (or
haven’t received)?
Who, if anyone, has been your most reliable support since you started your journey
with MAID?
Is there a type of resource or support you needed that you have yet to receive?
What/who was/were the greatest barrier you encountered since deciding to utilize
MAID?

What are your hopes for the last days of your life? How do you picture it? Have you chosen the day you will take your aid in dying medications?
Please share with us what you envision your final day to be like
Who will be there? Where will you be?

Before we end, we would like to ask if there is anything that we haven’t addressed that
you feel would be important in understanding your experiences or that of your loved
one in relation to medical aid in dying?

Interview closure and expression of gratitude Thank you for sharing your story with us today.
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monitoring for how participants portrayed their (1) values; (2)
embodied health, ability, and emotions; (3) space and place in
society; (4) reflections about temporal factors; and (5) political
and cultural discourse surrounding their pursuit of MAID.

Following Wertz’s [50, 51] guidance for phenomenological
psychological analysis, we completed the following four analytic
steps: (1) determined general experiences within individual
interviews; (2) compared experiences across individuals to discern
general and disparate experiences in approaching MAID; (3)
performed imaginative variation to ascertain invariant meanings
among participants’ experiences; and (4) developed an overall
framework to represent the phenomenon of terminally ill
individuals’ decision-making experiences in pursuing MAID in
the United States. Within the context of this study, imaginative
variation entailed our team freely imaging which aspects of the
decision-making process aboutMAID are essential to the experience
of MAID decision making and, if removed, which parts of the
participants’ experience are not essential to the phenomenon. For
instance, we discussed the differences in illness uncertainty around
the timing of being able to self-ingest aid in dying medications
among those withmalignant and nonmalignant terminal conditions.
We freely imagined which factors of the experience within and
across participants with malignant and nonmalignant conditions
were essential to the phenomenon of MAID decision-making and
which factors, if removed, did not appear to change the overall
phenomenon of illness uncertainty around self-ingestion.

Trustworthiness
The study incorporated numerous quality checks through the study
design, implementation, data analysis and presentation of findings
[53, 54]. Our process for multicoder data analysis included
individual readings of all interviews and meeting together weekly
throughout the data analysis phase to discuss coding processes.
When disparities in coding occurred, we discussed nuances until we
reached consensus. We created a matrix using a qualitative software
program, MAXQDA, version 2022 [55] to track development and
revision of lifeworld experiences, code and meaning saturation [56],
and meaning-based and analytic memos. The aim of
phenomenological studies is to pursue saturation across cases
instead of within cases [57] and to gather an understanding of
commonalities, and different interpretations based on different lived
experiences [58]. Based on the participants’ energy levels and
willingness to share, we spent at least 30 min and up to 180 min
with participants. This allowed us to gather an expansive
understanding of their nuanced and common experiences in
pursuing MAID. We ensured that all participants’ common
understandings and individual explanations of MAID decision-
making were adequately coded through ongoing independent
coding and group discussions until no new codes/themes emerged.

RESULTS

The phenomenon of approaching medical aid in dying in the
United States is a complex life process that involves an intricate
intertwining of one’s relationship with their body, time, values,
and relationships with others and systems, including legal or

policy requirements based on their space/place in the world.
Although separate lifeworlds in the experience of seeking and
preparing for aid in dying, each appear interconnected and
dependent on the body in its terminal state.

Living in a Terminally Ill Body
The decision to pursue MAID evolved after months to years of
health uncertainty living in physical frames which no longer
supported their ability to pursue life’s purpose or essential
activities of daily living. Habitual physical activities now
required intentional planning and left participants yearning for
bodily transparency and certainty that their bodies would sustain
function in the coming days. Their bodies became “jackets”
(Linda) or shells that housed vital organs with minimal
functionality in the real world. For some, their physical
decline was gradual and transparent, while others lived with
constant uncertainty of when their bodies would reach a point
where they “are in a coma parked in a corner of the room”
(Nancy). A physician with keen knowledge of the body portrayed
this embodied tension: “It’s a regular downhill course but it
doesn’t tell me when it’s going to end” (George). Distressing
physical symptoms weighed heavily in choosingMAID, including
excruciating muscle and nerve pain, cancer’s spread to vital
organs, loss of feeling or control of limbs, and declining ability
to breathe or swallow.

Eventually each participant reached a relationship with their
body where they deemed it expedient to pursue aid in dying.
Those with cancer commonly pursued curative or stabilizing
cancer treatments but made conscious decisions to stop cancer
therapy when the suffering from treatment-related side effects
exceeded the benefits of life extension. As portrayed by a woman
dreading another excruciating malignant ascites abstraction, “I
can’t do any more treatment and I just can’t. My body will not
allow me. My body was screaming, ‘No. No more’” (Cheryl).
Unmanageable pain emerged as paramount in her decision to end
chemotherapy. A palliative care physician with a terminal cancer
shared her newfound insights on the limitations of pain
management:

[Hospice] can be a really good way to die. And then to
find out myself that I had this pain that could not be
managed really made me realize that there were
probably many deaths that were much more
uncomfortable than I ever appreciated (Mary).

Of note, the majority of individuals chose to discontinue
curative medical treatments and enroll in hospice services.

Dwelling in the Tension Between Self
and Others
At the end of their lives, illness robbed participants of the physical
function necessary for maintaining social roles. For example,
Linda chose MAID primarily because the disease had forced her
to give up a career that gave her purpose and transformed her
interactions between “wife and husband” into “patient and
caregiver,” leaving a sense of crisis in fulfilling her role as a
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family member. For most participants, the inability to perform
social roles seriously threatened their identity and sense of worth
as well as their perception of being “useful” (Lorraine) to others
and to themselves.

Socioculturally and historically constructed memories
associated with death influenced how participants defined and
chose a “good death.” Nancy did not want to be “stuck like a rock
in the corner” like her mother, and Mary yearned to avoid going
through the “awful death” she saw some of her family members
experience. Both participants choseMAID to gain control of what
their last days would look like. Death-related memories also led
many participants to consider what kind of legacy they would
leave behind, like the image of a healthy mother (Cheryl) or being
a change-maker through sharing their MAID story (Linda).
Additionally, participants’ narratives included pleasant
memories of the past, such as family trips (Lorraine),
successful careers (Linda), and days of health and vitality
(Cheryl), which reduced their regret at facing death but led to
lower satisfaction with their current quality of life.

Choosing MAID meant relief for most participants, but for
their families and friends, a range of meanings emerged,
including the loss of a loved one, a betrayal of faith, and a
decline in hope, creating a conflict over their shared meaning.
For example, Dorothy declined to tell all of her family and friends
about her choice because she worried they wouldn’t accept it.
Frequently, loved ones gained a shared understanding of the
decision to pursue MAID by witnessing participants’ suffering.
Cheryl’s children unexpectedly supported her choice after
observing the ravages of chemotherapy’s side effects.

Illness caused shame and embarrassment for most participants
because they were not able to control or present their bodies as
healthy people and, therefore, no longer looked “normal” to
others; thus, exacerbating their sense that reality is
uninhabitable: “You might leave a puddle of water at your
table on the floor from your leaking leg, and nobody knows
what the hell is wrong with [you]. So, [I] know about bathrooms. I
mean, it’s not pleasant at all” (Dorothy).

Compared to dying naturally or “fighting” until the end,
MAID is not universally embraced by society because it is not
seen as a socially sanctioned way to approach one’s dying process.
The resulting controversy and stigma undermined participants’
sense of the legitimacy of their choices and added pressure to their
decisions and psychosocial wellbeing at the end of life.

Perceiving Time in an Ill World
The perception of internal and external countdowns forced
participants to the “razor’s edge of timing” (Linda), increasing
their decisional urgency. Their internal decline led to decreased
bodily function; the bad days gradually outnumbered the good
ones. As Nancy explained, “I’m tracking my body, I can see that
it’s going down, I can see, this would be the optimal time to take
this drug.” For elderly participants, aging compounded the loss of
functionality. Dorothy also shared, “You’re too old, you can’t . . .
if you fixed any part of it, there’s still three more things that aren’t
working right, so what is the point in hanging around.”

Externally, participants received evidence from a third
perspective, their terminal prognosis, that that death was

indeed imminent. In contrast to participants’ embodied
perception of time, medical professionals perceived time more
objectively. Nancy explained, “When I talked to my nurse
through hospice, she was saying, ‘Well, you probably have a
month to live or maybe a month and a half.’”

The legal requirements for MAID created tension around
timing death. Although they were able to have more control
over their deaths, participants commonly worried about losing
control if their cognitive or self-administration abilities
diminished. Therefore, every person had to spend their last
days constantly surveilling their physical condition. As Nancy
said, it was like “a crazy dance.” Moreover, they had no control
over how the disease interacted with other concurrent life events
on the timeline, adding complexity to their decisions. The
COVID-19 pandemic led Dorothy to worry that the virus
would erase her ability to choose MAID.

The disease also deprived the participants of temporal
possibilities, driving them to make proactive decisions rather
than wait for the hand of fate. They could not go back to their
past identities. As Lorraine shared, “After the stroke, I decided I’m
not ever going to be able to do the things that I’ve done before.”The
present moment was no longer bearable because their body could
no longer support them. Dorothy described, “Living like this is not
living, so I’m ready to go.” Parallel to this, the future was no longer
accessible as their days became numbered. Although Cheryl
wanted to stay and spend Christmas with her loved ones, she
believed that cancer would not allow this family celebration.

Values as Anchors in a Shifting Situation
Values were foundational to decision-making throughout the
MAID process, enabling participants to make deliberate decisions
amid profound uncertainty, especially around eligibility, receipt
of medications, and timing. Each participant understood MAID
as an alternative to a natural death—an option—instead of the
only path forward and anchored their decisions in spoken values
of personal agency and control, even in the face of conflicting
priorities. Cheryl explained, “If you decide you don’t want to use
it, you don’t have to, and that was really key for me. Because to be
honest, doing this really goes against all of my spiritual beliefs.”
Mary acknowledgedMAID as “another way” that “advance[s] the
process that’s happening anyway,” finding a profound sense of
relief in preserving the capacity to choose in a position of limited
options, or perceivably none at all.

Some wrestled with the consequences of shifting values while
actively making choices in a dying body. Nancy described MAID
as “scary,” saying that “it’s not who I am as a person generally. I
still am coming to terms with that reality.”Asked what she meant,
she responded, “I am not a person that would do suicide or kill
myself.” Individually, the body’s biological processes marched on,
and values that undergirded decisions came under pressure; most
explained that either they could choose MAID or death would
choose them. In light of this, Lorraine described the importance
of control with conviction and reprieve: “I’ve made my decision
and I’m not changing my mind.”

A perpetual value tension hovered over controlling the day of
death, framed frequently as a trade-off. George shared, “you also
need to understand what you are giving up by staying and what
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you are giving up by dying.” Control sat uneasily among other
personal sources of meaning, as he explained:

By dying, you lose the pleasure of relating to people,
special talks, books, wonderful kindness of your
caregivers. You don’t want to leave each other. By
living, you are also losing connections and important
people to you. You have the symptoms which brought
you here to start with.

Despite this, decisions were bearable as participants held
irreconcilable values and existential unease that often persisted
until their Last Day.

Agency as a Tool to Navigate Social
(Mis)Fortune
All seven participants acknowledged a combination of social
advantages contributing to their agency and ability to come to
the final decision. Popular rhetoric emphasizing a patient’s own
choice and dignity was complicated by stories of MAID
constrained by external factors, including legal, economic,
social, temporal, and relational demands. Mary labeled MAID
an “entitled service” while Cheryl called it a “luxury,” having had
ample time to research the intricacies of the journey. Despite this,
she shared, “So you know, I went through hell. TheMAID process
is not exactly easy. They make it really annoying,” hinting at the
time, energy, and stamina required.

Connections to the healthcare system were vital to spurring the
decision-making process forward. Plans were made with the help of
“insider” information from clinicians across the medical hierarchy,
typically through physicians connected to supporting organizations
or with previous histories supporting MAID. For example, Mary’s
primary care doctor, barred by law to discuss the option in a federal
clinic, referred her to a palliative care clinician and comfortingly,
“The process was incredibly streamlined from there on, once [they]
knewwho to talk to.” Linda, despite “anger and rage at the machine”
in securing a formal diagnosis for her neurological illness, found
available physicians through Compassion & Choices’ website.

Accessing the legal option and final medication “cocktail”
depended largely on securing a place in a MAID-eligible, safe
location. Although most of those living in facilities were forced to
find alternative locations to self-administer aid in dying
medications due to facility policies, a few found a ready place
in a family member’s home: “My daughter said we could do it at
her house, but we had other choices.” (Lorraine). Others
confronted more distressing alternatives. Linda spoke with
frustration about how her hand was forced, relocating from
the state where she and her children were raised. Holding up
photos of herself perched on a bridge between two state lines, she
reflected on the irrationality of legal availability:

So, I’m standing on the river because I taught geography
for many years. There is this, there is this arbitrary body
of water that has changed course over the millennia
many times and because I’m on one side of it, I could
not access what I would have liked (Linda).

For each person, the right state and physical spot became the
difference between a plan and a hard-won, relieving reality.

DISCUSSION

Findings from this study provide novel understanding of the
layered context of decision-making involved with the pursuit and
ingestion of aid in dying medications in the United States. We
reveal the decisional calculus that terminally ill individuals factor
between aspects of their five lifeworlds--lived body, social space,
temporality, values, and agency--as they plan for death. In
addition to a congregation of physical symptoms, emotions
ranging from relief and hope to anxiety appeared across all
five lifeworlds.

MAID presents opportunities to circumvent the arrival of
social death before physical death, which enables the intentional
choreographing of death before individuals are unable to
recognize themselves, in line with the Western sociocultural
construction of a “good death” [59, 60]. In practice, however,
medicolegal structures underlying MAID in the United States do
not permit complete independence and control; instead, they
require solid social relations to support their desires [59]. The
results of this study illustrate that divergent interpretations of
MAID can provoke meaning-sharing conflicts between
participants and their loved ones. The perception of MAID as
a social and ethical stain turns the practice into “dirty work” for
some healthcare providers [61], (p535) reinforcing stigmas that
arise when deviating from “normal” [62]. Thus, adding obstacles
to terminal patients’ legitimate healthcare claims and unjust
social pressures during their precious final days.

In the world of the terminally ill, their embodied experience of
time overshadows objective time on a calendar [63, 64]. Choosing
MAID adds temporal tension, that is, fearing that the timing of
death would occur too soon or too late. Furthermore, our findings
echo existing research: a happy past is distant, a focused present is
narrow, and a limited future is unpredictable [63–65]. We
identified that participants’ perceptions of time were informed
by their lived experience of their body’s shrinking ability; thus,
highlighting the imperative for healthcare providers to be attuned
to and deliver care that is in synch with their patients’ needs [63].

Values and medical aid-in-dying scholarship have historically
focused on perspectives of healthcare workers [66–68], family
members [69–72], and the public [73, 74]. Our study complicates
simple notions of aid-in-dying as a person’s choice and way to
maintain one’s dignity [75]. Anchored values like control and
choice competed with other valued aspects of their lives,
including their loved ones, spirituality, and the meaning
attached to living another day.

Participants’ stories extend existing research on the
relationship between the EOL and “relational autonomy” [17,
76, 77] that account for factors outside of an individual’s control,
especially during a time of heightened dependence. Findings
strengthen layered accounts of participants needing to receive
substantial help as they navigate obstacles posed by bureaucratic
guidelines, inconsistencies in the medical system, and structural
disadvantages [31, 78, 79].

Int J Public Health | Owned by SSPH+ | Published by Frontiers August 2024 | Volume 69 | Article 16074356

Currin-McCulloch et al. The Razor’s Edge of Timing



Implications for Practice and Policy
Participants’ narratives highlight opportunities for advocacy,
support and care systems to reduce tensions of terminally ill
individuals seeking MAID, including the development of
psychoeducational resources to prepare them for potential stress
resulting from bodily uncertainty and structural and social barriers
they may encounter in preparing for self-ingestion. Ideally, those
seekingMAID and their caregivers could have access to peer support
groups before and after a MAID death to normalize their
experiences, gather guidance, and find emotional support through
this often disenfranchised process. Providers should proactively
educate and prepare patients and loved ones about the potential
for psychological distress around the timing of death. Healthcare
teams can share checklists or videos for their clients to help them
prepare for the tasks leading up to and including the day of death,
such as local death doula resources, MAID support organizations, or
former families that they have worked with who would be willing to
mentor others beginning the MAID process. Many checklists
address medical tasks and the additional of psychological and
existential factors to be aware of may also be of benefit.
Psychoeducation and support programs like Washington and
Oregon’s End-of Life and other state non-profit support
organizations can assuage logistical fears and normalize the
strains individuals face preparing for a MAID death.

From a macro perspective, the revision of state and federal
policies may be influential in reducing the distress experienced by
those seeking MAID. Pope [80] details ten examples of macro
approaches to reduce barriers to MAID access in the U.S. A few
examples include proposing legislation to shorten or waive the
mandatory waiting periods between terminally ill individuals’
requests for MAID and enabling advanced practice nurses to
serve as authorizing providers.

Limitations
Limitations from this phenomenological study include the
narratives reflecting solely terminally ill individuals’ perspectives.
Additionally, the phenomenon represented here portrays the
perspectives of those living in the U.S.; those living in other
countries with more expansive eligibility requirements may
portray their decision-making about an aid in dying death
differently. Two participants’ follow-up interviews afforded us
the opportunity to discuss in-the-moment decisional changes,
while the other participants retrospectively recollected changes.
Participants brought heterogeneous physical experiences, yet had
similar race and ethnicity, educational attainment, and access to
financial and health resources. Future MAID research should
integrate diverse participant narratives to understand decision-

making considerations among those from socially or financially
marginalized groups, as well as terminally ill individuals’ loved
ones’ perspectives, both pre-and post-death.

Conclusion
Our study represents a MAID “new frontier” [30] that explores
the nuances of patient experiences to inform future patients,
loved ones, and clinicians as they make realistic, honest decisions
about death.
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