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Abstract

Recent years have seen growing interest in neuropalliative care as a subspecialty. Simulta-
neously, the rise of narrative medicine in patient support groups and clinician training programs
offers a way to listen deeply to the stories of those living with chronic illness and may inform
corresponding health interventions. This commentary examines the ways in which an un-
derstanding of illness narrative schemata, particularly the so-called “chaos narrative,” can
contribute to patient and care partner distress, which in turn can be alleviated by a palliative care
approach. Through examples of stories of people with Parkinson disease and their care partners,
the article emphasizes the intersections between narrative medicine, neurology, and palliative
care. Specific opportunities for bringing narrative medicine into the clinic are discussed.

Over the past decade, palliative care (PC) has been increasingly incorporated into Parkinson
disease (PD) care.! PC models have the capacity to improve quality of life for people with
Parkinson (PWP) and their care partners at all stages of the disease."” The central principles
of PC address hallmarks of illness progression for PWP with techniques that promote
compassionate and empathetic care, defining goals of care, care partner support, holistic well-
being, and shared decision—makjng.}6 Given the concordance between the needs of PWP and
the offerings of PC, narrative medicine is a highly relevant conceptual model that informs
specific health interventions for integrating PC into the care of PWP.

Narrative medicine (NM) emphasizes personal and collective narratives and storytelling as
active methods of meaning—making7’8; clinicians who are skillful at NM can bridge clinician-
patient communication gaps and improve quality of patient-centered care.” NM frameworks
are often compatible with and improve outcomes in PC, oncology,10 psychiatry,11 and in-
tensive care.'> The term “narrative medicine” is used to refer to both an approach to un-
derstanding illness and related health interventions. This paper refers to the former as “NM”
or “NM frameworks” and the latter as “NM interventions” for clarity. A representative and
relevant example of this dual definition is reported by Vanstone et al.'> within an ICU context;
their study uses NM to understand the nonlinear, fluid personal, and collective narratives
experienced by patients and families in times of crisis, and it also examines the successful
implementation of an NM intervention—a Word Cloud project. However, there are few
studies examining the role of NM in neuropalliative care of PWP, especially given the ways
that NM and NM interventions as reported in the literature can help patients and care
partners navigate uncertainty, chronicity, and dying. This article will bring PD, PC, and NM
into discussion and comment on the potential value of incorporating evidence-based NM
interventions into palliative treatment plans for PWDP.
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Parkinson Disease as a
Chaos Narrative

Before examining PD experiences and treatments with nar-
rative lenses, it is necessary to define 3 types of illness nar-
ratives as the foundation for NM frameworks: restitution,
quest, and chaos’ (Figure 1). Restitution narratives describe
a clear illness-to-cure trajectory, characterized by concrete
hope of medical healing and restoration. Quest narratives
accept illness as a journey through which enlightenment
and/or personal growth may be gained. In Western society,
these 2 types of narratives are well-tolerated, largely because
of their underlying sense of hope.7 By contrast, a chaos
narrative is characterized by hopelessness and despair and
lacks order, plot, predictability, or optimism.7’13 Chaos nar-
ratives are not well-tolerated because of their antinarrative

properties and dearth of hope or positive potential.”®

A patient-centered, nuanced understanding of the potential
roles of PC in PD treatment benefits greatly from situating
PD illness experiences within these narrative frameworks.
The chronicity, unpredictability, and degenerative nature of
PD align strongly with the hallmark features of a chaos nar-
rative and results in the loss of key narrative features of
medicine—temporality, linear plot, and intersubjectivity of
shared human experiences (Figure 2)."* The neurodegen-
erative nature of PD progression continually disrupts a pa-
tient’s conceptualizing of past, present, and future selves.'*
Living with PD involves frequent identity re-evaluations
because of ever-changing symptoms, treatments, and goals of
care'; succinctly, “...the trajectory of the disease is un-
certain, but change is inevitable.”'® Potential areas of im-
provement in PD treatment are repeatedly identified by
PWP, care partners, and clinicians as moments of high PC
need in previous literature, and examining 4 selected chal-
lenges through Frank NM lens reveals the relevance of chaos
narratives in perpetuating difficult illness experiences of
PWP and care partners (Table).

Palliative Care and
Narrative Implications

The benefits of incorporating PC into an integrated, holistic
approach to PD treatment are well-documented.>® The
Neuropalliative Summit established in 2017 that a key clin-
ical priority was “to develop and implement effective models
to integrate palliative care into neurology.”> NM frameworks
are highly relevant to integrating PC into PD.'® The con-
ceptual compatibility of NM frameworks and PC and the
evidence-based success of NM interventions in other fields
provide a compelling foundation for investigating ways to
effectively integrate PC into PD.

Previous literature has identified common, chaotic themes in
the lives of PWP, including but not limited to constant un-
certainty, stigma, life disruption, cognitive decline, changes in
interpersonal relationships, and changing identities.">** PC
interventions address some of these chaotic elements, em-
phasizing nonabandonment, psychosocial and spiritual sup-
port, holistic well-being, care partner support, patient
empowerment, and clear, empathetic clinician-patient
communication.>® This directly mitigates some of the un-
predictability and uncertainty that PD chaos narratives in-
troduce and perpetuate; it allows PWP and care partners to
regain some narrative control. The Table considers the ef-
fects of PC on the 4 chaos-promoting challenges identified in
the previous section.

Conclusions and Recommendations

This article has examined the benefits of incorporating NM
frameworks into the care of PWP. Building on previous
literature that supports incorporation of PC into an in-
terdisciplinary PD treatment approach, even in early dis-
ease stages, this article posits that NM offers additional
insight into PD illness experiences, particularly as related
to meaning-making and illness trajectories. These topics
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Figure 2 A Parkinson Disease Chaos Narrative
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This graph applies the chaos narrative framework from Figure 1B to an imagined, representative PD illness course (the x-axis label is displayed to the right of
the axis for ease of annotation). Each vertical marker marks a point in a patient’s PD journey—points on the illness trajectory curve are marked with a capital
letter and described at the bottom of the graph, and points on the patient goal curve are marked with a corresponding lower-case letter and described at the
top of the graph. Vertical markers where the patient goal surpasses the iliness trajectory represent times where a patient's PD progression is limiting them
from reaching their health goal. For example, at point b, the patient’s goal is to control all their symptoms on medication, but point B on the iliness trajectory
curve shows that the Sinemet is providing only partial relief. Vertical markers where the iliness trajectory surpasses the patient goal represent points when a
patient is surpassing their health goals. For example, at point f, the patient’s goal is to control their pain, but point F on the illness trajectory curve shows that
their pain is not only controlled but they are also benefiting from home hospice with their care partner support.

are important and central in PC, and given this congruence,
there is an opportunity for this narrative understanding of
PD experiences and illness identities to translate into ap-
propriate, specific NM interventions in neuropalliative

care.

Existing literature offers insight into replicable NM inter-
ventions that can be tailored around the PD chaos narrative
to provide high-quality health care to PWP and support for
their care partners, particularly in the context of neuropalliative

care. One NM intervention from the University of Alberta

Table Parkinson Disease Chaos Narrative Resolution Through Palliative Care

Challenging conversation

Examples of chaos narrative

Resolution of the chaos through PC framework

Diagnostic encounter

Receiving a diagnosis of PD marks a transition point and
sudden existence of a life-long illness identity for the
patient.®"”

PWP report confusion, distress, and feelings of
abandonment for patients and their care partners.'®'®

PC emphasizes “providing a diagnosis and prognosis
with compassion” to mitigate the initial distress of the PD
diagnosis.

PC specialists are trained at communicating a fluid,
inherently uncertain prognosis to PWP and care
partners.’

Health education/anticipatory
guidance

The complex and fluid nature of PD course and
treatment may make it difficult for clinicians to educate
their patients and care partners.

PWP report feeling undereducated about multiple
aspects of their illness,'® and they may feel that they are
missing an overall “roadmap” of what to expect living
with PD."9%°

Palliation skills education train clinicians in clear
communication skills and increase clinician and patient
tolerance of uncertainty.>'°

PWP report having unmet health education needs
particularly in the late stages of disease progression,
which is when PC usually comes to the forefront of a
patient’s treatment plan.?’

Care coordination

PWP require care from multiple specialists, particularly in
the later stages of their disease.

Many PWP and care partners face lapses in care
coordination and communication between specialists,6
leading to increased confusion and additional burden on
the PWP/care partners to liaise between clinicians about
topics they may be unfamiliar with."

PC specialists are experienced and skilled at coordinating
goals of care and treatment plans with other clinicians.>®
PC is also concerned with care partner support as a
central feature of providing high-quality care to a patient,
because care partners play such a large role in
coordinating care and advocating for their care
recipient.>®

Advance care planning

Early advanced care planning conversations require the
PWP to conceptualize the illness states and wishes of
their past, current, and future selves, as well as consider
a variety of possible illness trajectories.*'®

Delaying advanced care planning until iliness
progression becomes clearer may lead to unnecessary
crises, suffering, and loss of agency on the part of PWP
and their care partners.

Clinicians are trained and experienced at initiating
advanced care planning conversations, helping patients
visualize future goals of care for themselves and
navigating changing goals over time.>*'4

Abbreviations: PC = palliative care; PD = Parkinson disease; PWP = people with Parkinson.
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demonstrably improved the self-reported health-related quality
of life and mental health of PWP using discussion groups, arts-
based expression, and storytelling.™ Another promising NM
intervention was a longitudinal NM program for PWP, care
partners, and clinicians that included readings and discussion,
writing exercises, and group reflection. The study showed in-
creased clinician empathy and decreased depression in PWP.**
PD-PC-specific modifications to both of these interventions
could include patient education, including readings and discus-
sions, about types of storytelling, the 3 types of illness narratives
(quest, restitution, and chaos), writing or art activities that prompt
patients to reflect on goals of care, comfort care, and palliation,
and also engage with their past, present, and future selves.”> Fi-
nally, word clouds, as a visual representation of verbal storytelling,
can capture a holistic, narrative-driven picture of each patient,
provide significant relief and pastoral care for families, and im-
prove satisfaction with clinicians."” This intervention could be
beneficial for PWP as a method of capturing and preserving the
patient’s identity throughout the ensuing PD chaos narrative. It
could also be used as a patient-centered tool for guiding early
advanced care planning conversations and discussions about PC.

Apart from adapting some of the NM interventions detailed
above, there are other ways that PD clinicians can incorporate
this research about the benefits of NM frameworks and in-
terventions for PWP who are receiving or will ultimately
receive PC. Clinicians should pursue formalized training to
improve narrative competency involving readings, written
reflections, and oral discussions that address core elements of
the PD chaos narrative.'* In addition, nonpalliative clinicians
should seek guidance from palliative specialists and en-
courage patient-PC clinician conversations from early on in
the disease course to promote a shared NM-centered un-
derstanding of the ensuing PD chaos narrative and initiate
identity-based and goals of care discussions early on. Finally,
clinicians should consider methods for tracking the pro-
gression of a patient’s personal chaos narrative in their
medical records to facilitate ongoing, narrative-based dis-
cussions between the patient and clinician.

This research also has important implications for other
neurologic conditions. Chaos narratives characterize virtually
all neurodegenerative illnesses for similar reasons to PD—
unpredictability, changing identities, and chronic decline.
Neurologists who practice outside the field of PD, especially
those who treat patients receiving PC, should consider
whether the recommendations in the previous 2 paragraphs
may be applicable and beneficial to their own patients. Fu-
ture research in this field would do well to examine narratives
that characterize degenerative and nondegenerative neuro-
logic conditions and determine the applicability of NM in-
terventions. Studies that assess the delivery of NM
interventions based on the type of clinician who delivers
them (medical or nonmedical; palliative or nonpalliative)
would also be informative for further clarifying the rela-
tionships between NM, NM interventions, and PC. Modern,
interdisciplinary treatment guidelines for PWP make clear
Neurology: Clinical Practice
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the importance of PC incorporation in standard, high-quality
care, with evidence-based justifications that align with NM
frameworks and a PD-specific chaos narrative. NM inter-
ventions are appropriate in PD treatment, and likely many
other neurologic diseases, for reducing the distress that
characterizes the experiences of many PWP and care partners
and allows patients to regain some control over their chaos
narrative.
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