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ABSTRACT

Background: Parkinson's disease is the second most common neurodegenerative disorder globally. Despite growing attention to
palliative care in Parkinson's disease, little is known about what constitutes a “good death” from the perspective of people living
with Parkinson's disease (PLwPD).

Objective: To explore the meaning of a good death for PLWPD.

Methods: In this cross-sectional multicentre qualitative study, we conducted semi-structured interviews with 30 PLwPD re-
cruited through purposive sampling from four geriatric and neurology outpatient clinics between May 2021 and December 2022.
Transcripts were analyzed using inductive thematic analysis. The process involved independent coding and iterative discussions
grounded in a constructionist paradigm.

Results: The sample was diverse in terms of race, gender, age, religious affiliation, educational background, and disease stage.
We identified two major themes related to the participants’ last days of life: Fears and Coping. Reported fears included experi-
encing disability, pain and discomfort, fear of feeling shame, fear of being a burden, fear of being abandoned and left helpless.
Coping was a multidimensional theme, comprising the relational experience of feeling well cared for (defined by being valued,
receiving clear and honest communication, and being treated with love and kindness) alongside the active strategies of finding
opportunities for joy and drawing on religiosity and spirituality. Religiosity/spirituality appeared as a key factor in emotional
regulation, fostering a sense of purpose and acceptance in the face of death.

Conclusion: Our findings suggest that improving palliative care for PLwPD requires an approach that actively addresses specific
fears and strengthens the multiple dimensions of coping, which include fostering opportunities for joy, supporting spirituality,
and enhancing the relational experience of feeling well cared for. This study illuminates often-overlooked aspects of care and
provides a basis for the development of person-centered interventions aimed at enhancing the quality of dying—and of life—in
this population.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.

© 2026 The Author(s). Journal of the American Geriatrics Society published by Wiley Periodicals LLC on behalf of The American Geriatrics Society.
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Summary

« Key Points

o People living with Parkinson's articulate fears
about disability, pain, shame, and abandonment
when contemplating end of life.

o Coping dimensions include feeling well cared for,
finding joy, and drawing on religiosity and spiritu-
ality for emotional regulation and purpose.

o Achieving a good death involves tipping the bal-
ance by strengthening coping mechanisms and
reducing fears.

« Why Does This Paper Matter?

o This study explored the concept of a good death
from the perspective of People Living with
Parkinson's Disease (PLwPD). While healthcare
professionals often focus primarily on the motor
and non-motor symptoms of Parkinson's, this
study's key contribution lies in deepening our un-
derstanding and sensitivity to several overlooked
fears and dimensions of coping that are relevant
for PLwPD and play important roles in the shap-
ing of experiences in their last days of life.

1 | Introduction

Parkinson's disease (PD) is the second most common neurode-
generative disorder affecting older adults and has been proposed
as an ideal model condition for chronic neurological disorders,
under the assumption that improvements in the care for People
Living with PD (PLwPD) could be applied to other chronic neu-
rologic disorders [1, 2]. Despite its growing impact, various dis-
tressing symptoms, such as pain, depression, and constipation,
remain underassessed and undertreated [3, 4]. Additionally,
psychosocial, spiritual, practical, and carer burden-related con-
cerns are often underestimated. Notably, the provision of palli-
ative care to PLwPD is often delayed or entirely absent [1, 5]. PD
is also associated with an increased risk of developing demen-
tia, a condition that introduces significant challenges to end-
of-life care due to the progressive loss of patient autonomy in
decision-making [6, 7]. Recently, the need for greater investment
in palliative care for this population has gained recognition,
with documented benefits including enhanced quality of life,
improved symptom management, and strengthened support for
carers [8, 9].

The planning of end-of-life care and the development of new
models of care for PLWPD reflect a growing commitment
to improving the overall quality of care for this population.
Several studies have explored the concept of a “good death”
from the patients’ perspective across different conditions
[10-13]. Despite increasing recognition of the importance of
palliative care in PD, little is known about what constitutes a
good death from the perspective of PLwPD. Given the impor-
tance of such understanding for providing appropriate pallia-
tive care, this study aimed to explore this concept through a
qualitative approach.

2 | Methods

This study employed a cross-sectional qualitative design
grounded in the constructionist paradigm, which posits that re-
ality is socially constructed and shaped by individuals' beliefs,
practices, and interactions within society [14]. Inductive the-
matic analysis was chosen as the analytical method due to its
theoretical flexibility and suitability for exploring the perspec-
tives of individuals [15].

All participants had their decision-making capacity to provide
informed consent assessed concurrently with the presentation
of the Informed Consent Form, following the guidelines pro-
posed by Sudore [16].

The study was approved by the Research Ethics Committees of
the Botucatu Medical School (CAAE: 36453420.1.0000.5411) and
the Paulista School of Medicine (CAAE: 36453420.1.3001.5505).
In preparing this report, we followed the Consolidated criteria for
Reporting Qualitative research (COREQ) guidelines [17].

2.1 | Sample

We used purposive sampling aimed at achieving maximum
diversity in age, race, educational level/social class, religious
affiliation, and stage of PD among participants from four
health services (two specialized movement disorders clinics, a
tertiary geriatric clinic, and a primary care geriatric clinic) in
two different cities in the state of Sio Paulo, Brazil: Botucatu
and S@o Paulo. Participants were initially invited in person by
healthcare professionals working in those services. When po-
tential participants agreed to have their contact information
shared with the research team, they were contacted by phone
to receive further information and an invitation to partici-
pate. The sample size was determined based on the concept of
Information Power, a model used to guide sample adequacy in
qualitative studies considering factors such as the study's aim,
sample specificity, theoretical framework, quality of dialog, and
analytical strategy [18]. Participant recruitment was discontin-
ued once the data collected were sufficiently rich and diverse
to yield nuanced insights and adequately address the study's
objectives without the need for additional data to enhance
meaning or interpretation.

2.2 | The Interview Procedure

Interviews were conducted between May 2021 and December
2022, using a semi-structured topic guide (File S1) developed by
the research team based on a previous study [19]. The interview
guide was pilot tested with one PLWPD before the start of the study.
Depending on logistical considerations, such as participant prefer-
ence and geographic distance, interviews were conducted either
in person at participants' homes (audio-recorded) or remotely via
the Google Meet platform (audio- and video-recorded). Field notes
were made after the interviews when contextual or interactional
features not fully captured by the recordings were considered rel-
evant. Interviews were conducted by three researchers trained
in qualitative methods not hitherto known to the participants:
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A male physical therapist (LM) with extensive experience working
with PLwPD, a female JMV) and a male (RSC) medical students,
both with limited experience working with PLwPD.

Following the interviews, sociodemographic data were verbally
collected, including age, self-reported gender and race, years
of education, approximate time since diagnosis, religious af-
filiation, relationship with the primary carer, and whether the
carer cohabited with the participant. Data on PD staging were
obtained using the Hoehn & Yahr classification system, based
on participant responses regarding mobility, balance, disability,
and the presence of unilateral or bilateral parkinsonian symp-
toms [20]. Participants were accordingly classified from Stage 1
(unilateral involvement with minimal or no functional disabil-
ity) to Stage 5 (confined to bed or wheelchair unless aided).

2.3 | Data Analysis

The content of the interviews was transcribed verbatim and an-
alyzed using inductive thematic analysis, which involves iden-
tifying, analyzing, and reporting recurring patterns across the
data. The process followed six stages: (1) familiarization with
the data, (2) generation of initial codes, (3) identification of
themes, (4) review of themes, (5) definition and refinement of
thematic narratives, and (6) production of the final report [21].
We used the Taguette software during the coding process of the
thematic analysis [22]. Three researchers (LM, RSC, and EIOV)
coded the data independently, then met to discuss, refine, and
standardize coding approaches.

2.4 | Reflexivity

Our research team was composed of professionals from diverse
clinical and academic backgrounds, including physical therapy,
nursing, medicine (geriatrics, palliative care, pain medicine, and
neurology), and psychology, as well as two medical students. We
recognized that this dominant clinical positionality inclined us to-
ward a “problem-solving” lens and deficit-oriented interpretations.

Differences in prior experience working with PLwWPD were inten-
tionally leveraged during analysis. In particular, the physical ther-
apist's clinical experience sensitized the team to functional and
embodied dimensions of participants’ narratives, especially those
related to disability and loss of independence. In contrast, team
members with more limited prior exposure to PLwPD contributed
a stance of curiosity that helped preserve participants’ language
and meanings, reducing the risk of premature clinical framing.

Through iterative discussions, these perspectives were brought
into dialog, with researchers explicitly challenging one anoth-
er's assumptions. This reflexive engagement supported more
nuanced interpretations while maintaining analytic grounding
in participants’ accounts.

3 | Results

We conducted 30 interviews, 13 of which were held in partici-
pants’ homes, while the remaining 17 were conducted online.

Three people who initially had shown interest in the study later
declined to participate or did not respond to follow-up contacts.
The median interview duration was 27min, with a range from
17 to 164min. All but eight interviews had a carer or family
member present based on the participants’ preferences or needs.
All participants were interviewed a single time.

Twenty-two (73%) participants were aged > 60years; almost two-

thirds were male, and around one sixth were Black (Table 1).
Most participants were Christians and in Stages 3 and 4 of PD,

TABLE1 | Characteristics of participants.

N (%) or median

Characteristic (range)
Age, median (range) 67 (36-84)
Gender, N (%)
Female 11 (37%)
Male 19 (63%)
Race, N (%)
Black 5Q17%)
White 25 (83%)
Years of education, median (range) 8 (1-20)
Time since diagnosis in years, 7 (3-40)
median (range)
Stage of Parkinson's Disease?, N (%)
Stage 1 5Q17%)
Stage 2 5Q17%)
Stage 3 10 (33%)
Stage 4 9 (30%)
Stage 5 1 (3%)
Relationship with primary carer, N (%)
Spouse 2 (7%)
Daughter 1(3%)
Son 4 (13%)
Daughter-in-law 1 (3%)
Friend 1 (3%)
Does not need a carer 21 (70%)
Carer lives with participant 7 (23%)
Religious affiliation, N (%)
Catholicism 18 (60%)
Evangelicalism 9 (30%)
Spiritism 2 (7%)
Buddhism 1 (3%)

2Hoehn & Yahr staging of Parkinson's Disease ranges from 1 to 5, with 1
representing unilateral symptoms only and minimal disability, and 5 for people
that are wheelchair-bound or bedridden unless aided.
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Disability (immobility
and dementia)

Pain / Discomfort

Shame / Being a
Burden
Being Abandoned /
Left Helpless

Place at End of Life

Clear and Honest
Communication

>
Respectful Support

Sensory Pleasure

Finding Opportunities

| Relational Joy

] for Joy

Rituals
Purpose Drawing on Religion
and Spirituality
Acceptance

FIGURE1 | Thematic model derived from qualitative interviews with people living with Parkinson's disease, showing two main themes related
to their last days of life: Fears and Coping. The balance-scale metaphor represents the dynamic and ongoing negotiation between fears and coping

resources, rather than the elimination or cancelation of fear.

in which there are progressive activity limitations while individ-
uals remain ambulatory [23].

We identified two major themes from the data, reflecting com-
plementary dimensions of the concept: Fears and Coping. Each
theme encompassed several subthemes, which captured specific
fears and dimensions of coping (Figure 1).

3.1 | Fears

Fear played a central role in how participants articulated their
views on their last days of life. It manifested across a range of
dimensions, encompassing both physical and psychosocial con-
cerns. These included experiences related to their own disease
trajectory, observations of others living with PD or facing end-of-
life situations, as well as imagined scenarios. Based on thematic
analysis, these fears were grouped into four subthemes: (1) fear
of disability; (2) fear of pain and discomfort; (3) fear of shame and
of being a burden; and (4) fear of abandonment and helplessness.

3.1.1 | The Fear of Disability

Participants often expressed fears related to the anticipated
progression of their disease and the consequent loss of inde-
pendence. Imagining a future marked by continuous struggle
often provoked anxiety. The prospect of losing occupational,
social, motor, mental, and self-care abilities was perceived as a
profound threat to one's identity and dignity as an autonomous
individual (Table 2, quotes 1-3).

Confronted with fears regarding disease progression and the re-
sulting loss of functionality and independence, one participant

expressed a desire for euthanasia, while another contemplated
suicide as a means of preempting future suffering. Interestingly,
when euthanasia was mentioned, it was framed within a pater-
nalistic context, wherein the responsibility for such a decision
was attributed to the physician rather than the patient (Table 2,
quotes 4-5).

3.1.2 | The Fear of Shame and Being a Burden

Another facet of the fears expressed by participants involved
how they perceived their disease progression through the eyes
of others. For example, some participants expressed fears re-
garding the prospect of becoming unable to perform their per-
sonal hygiene autonomously and eventually needing a carer or
family member to assist them. This resulted in a complex mix
of fear, embarrassment, and shame. Such extreme dependence
was perceived as the ultimate stage of autonomy loss, where
modesty and dignity could no longer be preserved (Table 2,
quotes 6-8).

Beyond the dependence on care, concern for the well-being of
loved ones often involved fears related to their emotional suf-
fering. Frequently, the wish for a swift death or to be alone at
the time of death was primarily motivated by a desire to spare
family members from both emotional distress and the burden of
caregiving (Table 2, quotes 9-11).

3.1.3 | The Fear of Pain and Discomfort
Participants feared the occurrence of several symptoms at the

end of life. Some of these fears were based on personal experi-
ences with PD, such as pain, while others were stemmed from
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TABLE 2 | Select quotes for the fears theme organized by subtheme.

Quote # Selected quotes from participants on the fears theme
The fear of disability
1 “From what I've seen... I think... I'm going to... be, be bedridden... needing... to stay... with

almost no movement at all, because I'm losing my mobility, I'm noticing... and needing
someone to... turn me to the side in bed, to sit me up, to feed me...”(P11)

2 “Being stuck in a bed... not being able to move, not being able to do anything...
I think it's a huge amount of suffering... I'm scared of that.”
(P17)
3 “Dying stuck in bed, unable to move, it's a dirty trick!” (P26)
4 “..about the way I die... you don't need... I don't need to wait until I'm completely debilitated, right? I can die

before I get to that point [...] It's just that we... we just watch, you know? Like spectators watching the story...
and I find that so awful, just... in such bad taste! Yeah... watching the decline, watching it go on, and on, and
on... and then suddenly, it ends in a really bad way, with so much suffering... [...]| Ugh... suffering in relation to

everything... the limitations we have to face... your body not obeying you, your body just... suffering... all the stuff
that comes with... with the illness [...] I find it unfortunate to live in a country that doesn't have euthanasia.
Oh, euthanasia is so necessary, isn't it? I've talked to... to some people during my life, in Europe, with people
who said, “You know, in your country I don't know, but in mine... there are many doctors who decide to
end a life, be it a child or an adult, whatever... when they realize there's no way out, they end it.” (P14)

5 “Idon't want it, I've already said, if I get to the point where I see that things are getting ugly,
ah, I'm not gonna let it go any further(...), look, honestly, to be real, yeah, I'd take my own life.
If I see that I'm gonna become dependent on everything, then that'll be it!” (P08)

The fear of shame and being a burden

6 “I think like this, being in bed depending on others, just for someone to clean me up, that's the only thing
I don't agree with... I could die right away without going through this situation... I just don't want my
husband to come and clean my butt... That's my concern, it's embarrassing... it just... it bothers me only
in that aspect... depending on others, for me... as for the rest, I'll manage, take it in stride.” (P04)

7 “If... I end up bedridden... and need someone to go to the bathroom, or can't get up anymore, having to wear, uh,
diapers... then that's tough... [...| My my mother passed away too... and she asked me to take her to the toilet... and
even though there were people, in the family, women, at home, I still had to take her... her doing her business... I said
‘mom, this is so embarrassing!’, I said that... having to do that... ‘embarrassing for us, for me and for you’.” (P23)

8 “the patient, from the day that he... starts depending on... on other people to help... In my opinion, right there life
is over! You get me? Someone taking you to the bathroom, washing you, giving you a bath, putting food in your
mouth... Pushing the person to eat... So, I mean, the guy is living... for the other person, not for himself!” (P24)

9 “No, I'm not afraid... not even of death, I'm not afraid! [My fear] is this, being in a bed, suffering there, causing worry
for those in the house, and... and I wouldn't want to have... I would want, if it were my request, a quick death!” (P13)

10 “[To die] without anyone seeing, right? To die and, when you look, you're already resting there! ... The best
thing! Because then you don't suffer much, right? Can you imagine? You're dying and the person beside
you? Can you imagine them seeing you in your final moments there? It's agonizing, isn't it?” (P29)

11 “If I'm causing trouble and you guys aren't able to give me that support,
I'won't be sad, put me in a nursing home!” (P02)

The fear of pain and discomfort

12 “I guess pain is the toughest part, isn't it? If we have pain... I think the most important thing is pain, right?
What I'm afraid of, doctor, is suffering! [laughs] I have a lot of pain sometimes... Now, if a person becomes
bedridden, then... Being bedridden, I think, I don't know, it's very tough, isn't it? It's not easy, no!” (P06)

13 “It must be really awful to die from not being able to breathe! My dad has asthma, you know,
and I've seen him have really bad attacks where he couldn't breathe... It's really terrible, right?
The person is begging for help, you know, asking for help with their eyes, right?” (P08)

14 “The agony of death must be terrible... like the person is drowning, I don't know... Yeah, pain... but
it's more the part of the, the, the... shortness of breath, for example, all those things...” (P03)

(Continues)
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TABLE 2 | (Continued)

Quote #

Selected quotes from participants on the fears theme

15 “I think death is painful! And I... I'm a little afraid of death! [...] death is painful from what I've seen!” (P11)

The fear of being abandoned and left helpless

16 “I do have a fear, a fear of progressing and ending up without, without... without anyone to take care
of me... like if I end up in a wheelchair all the time, becoming helpless in bed like that...” (P03)

17 “I just want my relatives to understand this... and... from the moment it starts to, you know, tremble,
if I ever get there... right?... that people understand that this is not, it's not a, it's not a procedure of the,
of the, of the... disease, (...) so... The hard part is... people who end up like this, and the family simply
abandons them... right? So, a person who worked their whole life... right... when they become someone
useless, let's put it that way, not a useless person, but... not fit for anything, not even for their... for
their own thoughts... People abandon them and just let it go... that's terrible, isn't it?” (P07)

18 “[When] you get to the end of life at the time when you need energy, happiness, affection the most, and
you lose it all... my other son... he won't have the patience, he won't have time to look after me” (P25)

19 “I think that... because of my family, they won't leave me... throw me in a... how do
you say? Like, in a nursing home and forget about me, right?” (P24)

20 “I'm afraid of... of being alone [in my last hours|!” (P27)

witnessing the illness of others, such as shortness of breath
(Table 2, quotes 12-15).

3.1.4 | The Fear of Being Abandoned and Left Helpless

In the anticipated context of progressive loss of autonomy and
increasing burden to carers, some participants expressed fears of
being abandoned by their family members. This imagined aban-
donment was associated with a state of extreme vulnerability
and accompanied by a sense of uselessness. The suffering linked
to this prospect of abandonment manifested on two levels: one
rooted in a feeling of injustice, and the other in a perceived loss
of self-worth (Table 2, quotes 16-20).

3.2 | Coping

Almost as a mirror image of participants' fears, we derived a
multidimensional coping theme, comprising the relational ex-
perience of feeling well cared for alongside the active strategies
of finding opportunities for joy and drawing on religiosity and
spirituality.

3.2.1 | Feeling Well Cared for

“Feeling well cared for” synthesized various elements through
which participants perceived their fears could be alleviated. It
involved three subthemes related to the place of death, the char-
acteristics of the care provided by health and care professionals,
and the relationship with their families.

Most participants expressed a preference for dying at home, as
this setting embodied the symbolism of home, that is, a space
associated of safety, values, and affection. However, dying in a
hospital environment emerged as an acceptable alternative in

the face of the possibility of better symptom control, thereby
minimizing suffering through appropriate therapies and ensur-
ing comfort and dignity in a critical context (Table 3, quotes 1-2).

Health and care professionals played an important role in com-
prehensive care. Participants expressed a desire for support,
attention, respect, honest communication, and, interestingly, af-
fection, combined with continuity of care, as factors that would
foster a sense of security (Table 3, quotes 3-5).

A quality relationship with families was considered a central com-
ponent of a good death, as participants believe that fear and suffer-
ing could be mitigated through love and connection. Importantly,
for some participants, there was also a tension between the desire
for closeness with family and the wish to protect them from the
distress of witnessing their death (Table 3, quotes 6-7).

3.2.2 | Finding Opportunities for Joy

Some participants expressed a desire for opportunities to experi-
ence joy in the face of their final moments of life. These wishes
took various forms, ranging from sensory and gustatory experi-
ences to engaging in specific activities such as traveling, pursuing
hobbies, and even shopping. A common feature across these de-
sires was the shift in focus from dying to living, achieved through
identifying potential sources of joy (Table 3, quotes 8-10).

In addition to the wishes for sensory sources of joy mentioned
above, participants also expressed a desire for relational joy,
which arises through interactions with loved ones. Beyond the
previously noted reassuring and alleviating role of family during
the last moments of life, interviewees emphasized the presence
of family members as a source of happiness at the end of life,
perhaps reflecting a longing to relive, even briefly, the emotional
warmth and joy experienced in earlier shared moments, such as
family gatherings during celebrations (Table 3, quotes 11-13).
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TABLE 3 | Select quotes for the coping theme organized by subtheme.

Quote # Select quotes from participants on the coping theme

Feeling well cared for

1 “Ah, [T'd rather die] in my sleep, right?! And not wake up anymore... In our own home,
right? Yeah, you sleep and wake up dead. Because it's the best place in our home,
right? There may be nothing there, but there's no place like home!” (P04)

2 “Yeah, I'd like to die in a hospital!... Oh, suddenly you're in a hospital, you're being taken care of, but
you're not going to make it, you know?... or maybe, so I don't have so much suffering.” (P28)

3 “Oh, [healthcare professionals can help| by embracing the patient in both
their ethical and professional roles, with a lot of love?” (P06)

4 “They [the healthcare professionals| must tell the truth to the person... this is what they have to do! [...|
Sometimes they know that the person will not make it, then it will prepare the person, right?” (P25)

5 “I think that... he [the doctor] should, he... would have to give the patient all the... um... the guidance that
the patient needed. He wouldn't just leave the patient to their own devices... I give the medicine, and that's
it—it's not like that! I think he has to have more, more awareness of what he's doing in relation to, to, to the
person... the person who chose him as a doctor deserves a little more attention... and respect...” (P15)

6 “I wish there were someone... The children... I would die more... peacefully, right?... I don't know if
(death will be) peaceful... for me... [their presence] is a demonstration... of love, right?” (P11)

7 “I don't really want anything in particular [for my last hours of life]. Not even having family
around or anything, ‘cause... you know, watching someone die isn't easy. It's a heavy thing,
especially when it's someone you love. Makes it even worse. So yeah...” (P07)

Finding opportunities for joy

8 “I think, oh, don't let me run out of my cigarettes, and don't let me run out of my
sweets! Chocolate!! Chocolate, especially! [It would be] ideal!” (P08)

9 “T really love to travel, you have no idea! To keep traveling. If I could die, if I could die while
traveling. Yeah, the way I like it! It's a wish, because I love to travel!” (P04)

10 “[Speaking of a friend who was dying| She said she wanted to eat a croquette. [The carer]| said she had just
finished eating, and she was joyful, as if nothing had happened, as if she were going on a beautiful trip... She
ate, and it was like she really wanted to eat, hungry, I don't know, and it was such a joy for her...” (P20)

11 “That the whole family would come together, but I don't know if it's possible. Before I
die, right? I wanted to see everything like that, well, right? [...], my wish was that, you
know? I always think about that... Then I would leave very happy.” (P17)

12 “In my last moments I pray every day for my family to all have their health, joy, and to be by
my side! ... seeing everyone sitting there at the table having lunch, for me that's the greatest
satisfaction I have! My kids, my grandkids, my whole family! [...]”[Family being there brings|
Everything, joy, health, even health! Even if it's in my last moments!” (POI)

13 “[T'd like my family] to sing the songs I like most... on the trips I used to take with my kids we
were always singing songs... It's a joy to be near them, it's a joy to be around them.” (P16)

Drawing on religiosity and spirituality

14 “No. No, I just thought, on the day of my death, that my wife or anyone else

(-..) with my nephew... to play Ave Maria by Gounod.” (P07)
15 “God shows up everywhere and He's always right there with us! So He, He gives us strength!” (P05)
16 “As a Catholic that I am, I, I, I would like to, I really want to, go through a confession,

with a priest, right? Receive the sacrament of communion and be prepared to go to
God, right? Confession leads me to have forgiveness for my sins...” (P30)

17 “Yeah, I'm no better than anyone else, serving God the way I'm serving, right? I'm like this, not totally
prepared, but yeah... Happy with the situation I live with Parkinson's! Because I serve God, and I can't fear
this part [...] that's what's important, and to have a calm, peaceful death, without fear [...| If He wants to
take me away! [laughs| I'm already going happy! [...] For me, for me it's a good way! For me it is!”(P02)

(Continues)
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TABLE 3 | (Continued)

Quote # Select quotes from participants on the coping theme
18 “Well, in the end, nobody can do anything!... Nobody can do anything! Just have...’its... as they
say,’it’s... pray to God that everything goes well... look out for those who stay... and t'at’s it!” (P13)
19 “Religion helps me a lot... if I have the light, if God shows me the way, I have
everything! Even with sickness, I have everything!” (P26)
20 “[Healthcare professionals| seem to have that gift that God gave them! (...) So what they talk with people... Not all of

them, but they are pleasant with the person at these times... at least the ones I know, have always been like that.” (P17)

3.2.3 | Drawing on Religiosity and Spirituality

The theme of religiosity and spirituality encompassed desires for
practices that foster some form of spiritual dialogue, such as the
anointing of the sick and confession with religious representa-
tives. These practices were regarded as highly meaningful, serv-
ing as mechanisms for emotional regulation by addressing fears
related to suffering and uncertainty. They represented pathways
to spiritual comfort, strength to face adversity and the transi-
tion to death, as well as a sense of clear conscience, for example,
through the forgiveness of sins (Table 3, quotes 14-16).

Religiosity and spirituality also conveyed to participants a sense
of purpose and acceptance. Focusing on achieving goals related
to their religious beliefs provided a feeling of agency while offer-
ing a pathway to peace. At the same time, religious convictions
often helped participants come to terms with aspects related
to their illness and future death that lay beyond their control.
Acknowledging that the circumstances of their deaths were
inexorable and determined by God's will, which, according to
their religious views, is inherently good, promoted acceptance
and alleviated fears. Importantly, prayer also appeared to pro-
mote emotional regulation, while reinforcing a sense of agency
and acceptance in the face of death (Table 3, quotes 17-18).

Religiosity and spirituality also served as interpretive lenses
through which participants made sense of their experiences,
enhancing the comfort derived from them. For example, health
and care professionals were often perceived as bearers of a divine
gift, manifested through their actions and conversations aimed at
bringing comfort to those under their care (Table 3, quotes 19-20).

4 | Discussion

This study explores the concept of a good death from the per-
spective of PLWPD. Our findings align with prior literature on
the concept of a good death in other clinical contexts, while also
offering novel insights that are particularly relevant for the pro-
vision of palliative care for PLwPD.

Our findings on the concept of a good death for PLWPD can be
illustrated by the image of a scale (Figure 1): on one side, the
many fears they experience; on the other, the resources and
strategies they draw upon to cope with and alleviate those fears.
Importantly, this image is not meant to suggest that coping
mechanisms eliminate or cancel fears, but rather to represent
an ongoing and often fragile negotiation between coexisting

vulnerabilities and supports. From this perspective, dying well
involves tipping the balance by strengthening coping mecha-
nisms and reducing fears. A key contribution of this study lies
in deepening our understanding and sensitivity to these fears
and dimensions of coping. Healthcare professionals caring for
PLwPD often focus primarily on issues related to the motor and
non-motor symptoms of that illness while other dimensions re-
main overlooked. Our results have the potential to enhance cli-
nicians’ awareness of patients' fears and coping strategies that
may help mitigate them. For instance, some of the fears reported
by our participants, such as embarrassment and shame at the
prospect of a spouse performing intimate hygiene, fear of being
abandoned as someone “useless” or “without value”, and fear of
being a source of suffering for loved ones, are rarely identified or
addressed in clinical practice.

Several previous studies have explored the concept of a good death
across different patient populations. A systematic review identified
key elements shaping this concept among individuals with serious
illnesses and older adults [24]. The identified core elements were:
effective pain and symptom management; being recognized and
treated as a person; clear communication and shared decision-
making; the ability to contribute to others; a sense of closure;
and preparation for death. The main themes influencing these
elements included religion and spirituality, cultural and societal
factors, financial concerns, life circumstances, age, and disease.

On the one hand, several elements from our findings align with
those reported in previous reviews, as, for example, the fear of
pain and discomfort, the wish for honest communication with
healthcare professionals, the fear and shame of becoming a bur-
den to loved ones, and the importance of religiosity and spiri-
tuality. On the other hand, our study offers additional insights
specific to individuals with PD that were not addressed in those
reviews. In particular, the fear of disability was a central theme
for our participants with PD yet was absent from the prior liter-
ature on a good death. This suggests that concerns about losing
mobility and independence are distinctive factors shaping how
people with PD think about their end of life, and which require
careful attention from healthcare professionals. In contrast to
people with cancer, whose diagnosis is often equated with dying
[23], PD is more strongly linked to the notion of disability, which
then becomes a central fear when contemplating the end of life.

Another important insight that appeared in our study but was
absent from previous reviews on a good death concerns the
value of attempting to create opportunities for joy in the last
days of life. This topic was not addressed in sections devoted to
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palliative care within influential guidelines on the general man-
agement of PD [25, 26], nor in guidelines specifically focused on
palliative care for PLWPD [5, 9]. Interestingly, it was also absent
from previous studies on the needs of PLwPD and what matters
most to them [27-29]. Indeed, a recent review concluded that
joy among older adults has received little attention in the geron-
tological literature, particularly in the healthcare context [30].

The value in identifying and promoting opportunities for joy
in the face of serious illnesses has been recognized by several
health professions including geriatricians, neurologists, pallia-
tive care, and mental health professionals [31-34]. Although the
growing age-friendly health system movement lists questions
such as “what brings you joy?” under the “What Matters” com-
ponent of the 4Ms framework, the implementation of that do-
main often remains insufficiently integrated into clinical care
[35-38]. Our study serves as a reminder to clinicians caring for
people with PD of the significance of asking about and attempt-
ing to promote joy even in the last days of life.

Our study has several limitations. First, we were only able to in-
terview PLwPD who felt comfortable discussing issues related
to death and dying. As a result, the perspectives of individuals
who were unwilling to engage with this topic are likely under-
represented in our findings, a limitation inherent to research
on sensitive end-of-life topics. Second, the study was conducted
exclusively with patients residing in two cities within a single
state in one Latin American country. As is typical in qualita-
tive research, our goal was not to produce statistical generaliza-
tions but to deepen understanding of what constitutes a ‘good
death’ for PLWPD, with the understanding that it is a profoundly
culturally-rooted concept that may not be transferable to other
settings. Importantly, in qualitative studies, transferability is
understood as a collaborative process between researchers and
readers [39, 40]. Based on the researchers’ descriptions and inter-
pretations, readers assess the extent to which the findings reso-
nate with and are applicable to other contexts that share similar
characteristics. Fourth, we did not return transcripts to partici-
pants for comment or conduct member checking [41]. Although
increasingly used in qualitative interview-based studies, its con-
tribution to credibility remains debated, and the process may
pose emotional or cognitive burdens for participants [42, 43].

Despite these limitations, our findings have implications for clin-
ical practice across geriatric, neurological, and palliative care
settings. Rather than proposing new goals for neuropalliative
care, they offer empirical, patient-derived specificity that can
help operationalize the identification and addressing of patients’
needs in concrete, actionable clinical encounters (Table S1). In
the context of a chronic, progressive neurological condition such
as Parkinson's disease, the fears and coping resources articu-
lated by participants illuminate not only end-of-life experiences
but also the broader quality of care across the disease trajectory,
underscoring the close interrelationship between living well and
dying well [13]. Participants described distinct and sometimes
underrecognized concerns (e.g., fear of progressive disability,
shame related to intimate dependency, fear of abandonment)
alongside coping resources (e.g., relational care, joyful activities,
and spiritual/existential supports) that can serve as a practical
map for anticipatory guidance, communication, and interdisci-
plinary care planning throughout the course of illness.

5 | Conclusion

Our findings suggest that improving palliative care for PLwPD
requires an approach that actively addresses specific fears and
strengthens the multiple dimensions of coping, which include
fostering opportunities for joy, supporting spirituality, and en-
hancing the relational experience of feeling well cared for. This
study illuminates often-overlooked aspects of care and provides
a basis for the development of person-centered interventions
aimed at enhancing the quality of dying—and of life—in this
population.
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