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Narrative medicine pinpoints loss of autonomy and stigma in
Parkinson’s disease
Barend W. Florijn 1,2,3✉, Raoul Kloppenborg2, Ad A. Kaptein4 and Bastiaan R. Bloem 5

Parkinson’s disease characteristics can create a self-perceived sense of stigmatization and disapproval by others, thereby affecting
self-perceived autonomy. This study investigated the metaphors related to the loss of autonomy and stigma in stories and drawings
of Parkinson’s disease. We compare a contemporary first-person illness narrative and -drawing from a person with Parkinson’s
disease, with two novels (Jonathan Franzen’s The Corrections and Claudia Piñeiro’s Elena Knows), a graphic novel (Peter Dunlap-
Shohl’s My Degeneration: A Journey Through Parkinson’s), a non-fiction book (Oliver Sacks’ Awakenings) and a first-person illness
narrative (John Palfreman’s The Bright Side of Parkinson’s). Metaphors in the patient narrative, novels, and non-fiction work were
reviewed and a list of themes or categorizations common to 2 of the metaphors was generated. Parkinson’s disease metaphors
indicate a ‘Parkinson’s prism’ thereby depicting extreme experiences (24.4%) like a ‘fall by mischance’, a ‘tantrum of selfish misery’
or a ‘bottomless darkness and unreality’ (Table 1). Both novels signify a sense of ‘betrayal and disconnection’ in the Parkinson’s
disease experience while non-fiction of Parkinsonism depicts a space in which one feels ‘caged and deprived’. This makes the
Parkinson’s disease narrative a chaos story that could influence the decision to initiate treatment and treatment adherence. We
conclude that narrative medicine can help to focus the medical consultations with affected individuals on issues that matter most
to them, thereby improving self-perceived autonomy and stigma. As such, it is a critical component of the much-needed move
towards personalized medicine in Parkinson’s disease, achieved through the reciprocity of thinking with stories.
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INTRODUCTION
Parkinson’s disease is a neurodegenerative disease which
prevalence increases with age and it is currently reckoned among
the fastest growing neurological diseases in the world (1). The
disease is characterized clinically by a combination of motor
symptoms (among others bradykinesia, tremor, and rigidity) and
nonmotor symptoms (such as changes in mood or sleep) that
jointly have a profound impact on a person’s subjective and
psychological well-being1,2. Particularly the change in physical
characteristics, such as the stooped posture, shuffling gait, facial
masking or trembling, can create a self-perceived sense of
stigmatization and disapproval by others3. As such, stigma
illustrates how the burden of Parkinson’s disease extends far
beyond the well-known physical limitations.
Narrative medicine is an interdisciplinary field that aims to teach

both medical students and physicians to practice more compe-
tently, by learning the ability to recognize and be motivated by
stories of illness4. Major theoretical and empirical contributions in
narrative medicine have been made by Arthur W. Frank and
Arthur Kleinman and illness narratives is a core theoretical concept
introduced by these two scholars5,6. Arthur W. Frank defines three
categories of illness narratives which are particularly relevant in
the context of this paper. Restitution stories attempt to outdistance
mortality by rendering illness transitory. Chaos stories are sucked
into the undertow of illness and the disaster that attend it. Quest
stories meet suffering head on: they accept illness and seek to use
it. The recognition of these stories starts when physicians become
adjusted to “thinking with stories” in clinical care5 (pp. 23-24).

Thinking with stories is a narrative competence that comes instead

of thinking 'about stories', thereby allowing the narrative to
naturally work on us, instead of conceiving narratives as an
object7. We previously used novels to provide such a perspec-
tive8–10 and analyzed the language of illness perceptions in
patient stories11. It is unknown however, how figurative language
and the use of metaphors function in the Parkinson’s disease
experience and whether they influence factors such as physician-
patient interaction, the decision to initiate treatment, or treatment
adherence.
In illness narratives, metaphors are frequently part of the

language that is used to reveal the particularities of what it is
like to be ill12. In ‘Illness as metaphor’, Susan Sontag however
argues that the language of illness is ‘not a metaphor’ and that
‘the healthiest way of being ill is one that is most purified of, and
most resistant to, metaphoric thinking’13. What particularly
enraged Sontag (when she became a cancer patient herself)
“was seeing how much the very reputation of this illness added to
the suffering of those who have it”. Therefore, metaphors, Sontag
argued, tend to “deform the experience” of disease and “inhibit
people from seeking treatment early enough, or from making a
greater effort to get competent treatment”14. In the decade since
she wrote Illness as Metaphor, Sontag stated that her aim was ‘to
alleviate unnecessary suffering’ because ‘the metaphoric trappings
that deform the experience of having cancer have very real
consequences: they inhibit people from seeking treatment early
enough, or from making a greater effort to get competent
treatment.’ Collectively this indicates that metaphors ‘are active in
shaping a landscape of practice and inculcating values, rather than
being merely descriptive and passive.’15.
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In contrast, others have argued that metaphors are a form of
‘imaginative reality’16 thereby offering ‘a pathway to new under-
standings’17. Martha Holmes stated in her essay ‘After Sontag:
Reclaiming Metaphor’ that metaphors ‘decrease suffering rather
than add to it’18. They “express our own embodiment” thereby
“getting us closer to those things we cannot palpate ourselves or
see without technology”18. As such, “metaphors create relation-
ships” that could “change patients’ and doctors’ attitudes toward
embodiment and illness. This could influence “self-diagnosis and
the timing of diagnosis, and potentially to change the course of
illness and health”18. An additional method to examining this
resides in patients’ drawings of their illness, the symptoms, and its
medical management. Drawings produce data that help in
understanding the patient’s answer to the illness, which in turn
-if incorporated in the medical management- could improve the
quality of the clinical, medical response to the patient’s plight19. In
the field of Parkinson’s disease however, it is unknown which
metaphors are used in the illness narrative to describe the loss of
autonomy and the self-perceived sense of stigmatization that may
follow the physical attributes of disease nor whether they impact
the course of illness.
The objective of this study, is to train both medical students and

physicians the ability to recognize the metaphors related to
autonomy and stigma in stories and drawings of Parkinson’s
disease. Therefore, our aims were threefold. First, we portray the
self-perceived sense of stigmatization and loss-of-autonomy-
experience in Parkinson’s disease, as represented by a story and
-drawing of the illness experience from a person with Parkinson’s
disease. Second, we compare this person’s narrative to the
metaphors of Parkinson’s disease as portrayed in a graphic
novel20, two novels about Parkinson’s disease21,22, a non-fiction
book23 and a first-person illness narrative24. Erving Goffman’s
theory of stigma was used to study whether the metaphors of
Parkinson’s disease indicate loss of autonomy and stigmatiza-
tion25. Third, metaphors in the patient narrative, novels, and non-
fiction work were reviewed and a list of themes or categorizations
common to 2 of the metaphors was generated (Table 1).
Collectively, this study aims to illustrate that the metaphors that
are used to imagine the attributes of Parkinson’s disease (such as a

stooped posture, shuffling gait, facial masking, and trembling) can
influence treatment compliance and affect quality of life26.

RESULTS
Metaphors of self-perceived autonomy and stigma in the
patient interview
At the beginning of the interview, the patient stated that
Parkinson’s disease was a diagnosis he had expected, but never
dared to directly address:
“The symptoms have been there for 5 years and still make me feel

like a clown. To me these years were feeling like a total loss of
control. You can compare this to like getting on a train, a train that
won’t ever stop”.
In the beginning he thought of ways to hide the physical

expression of disease symptoms:
‘I try to disguise the symptoms (of which you say it’s Parkinson’s

disease) by degrading them as a nasal cold in which the way you
breathe has a huge impact. By breathing I have also learned how to
kill the trembling. For me this is a way to silence it and the only way I
can control it.’
When we asked for the impact of these symptoms, the patient

argued that:
‘My left arm however feels sort of damaged, because of this

trembling. It doesn’t matter anymore what I do with it. When I want
my hand to completely stop shaking though, I’ll sit on it, or hit it
against a wall till it starts to hurt.’
The reasons why the patient tried to hide these symptoms were

as follows:
“Parkinson’s disease is famous for causing many setbacks (I

constantly must start over again, for instance when my writing goes
wrong) and thereby it is playing its negative role. Moreover, in my
experience people consider Parkinson’s disease a contagious disease.
When asked for reasons why W.B. thought people consider

Parkinson’s disease a contagious disease, he mentioned the
following:
“I can notice this upon looking at the people around me, who are

acting in a similar negative way when seeing me. When I go for
shopping groceries, people keep looking at the shaking of my arm or
leg. In fact, people seem to talk about Parkinson’s disease like it’s the

Table 1. Metaphors and figurative language theme descriptions used in the contemporary story and -drawing from a person with Parkinson’s
disease and within the two novels, graphic novel and non-fiction work.

Theme Description N (%) of phrases
categorized into theme

Examples of metaphors/figurative language

Extreme experience Specific scenarios detailing an
emotionally salient circumstance/
action

19 (24.4%) Setback, contagious disease, atomic bomb, fall by
mischance, adventure in the woods, eternities in the
space, trapped in that space, tumult, tantrum of selfish
misery, on the verge of derailing, caged, deprived, a
bottomless darkness and unreality, a nothingness,
castrated by my illness, have run out of space to move in,
learned habits are a liability, careering toward a crash, a
let-up from the torture,

(Fictional) character Characterization of a symptom or
phenomena

12 (15.4%) Clown, old iron horse, are you your brain, you the thought
itself, furrowed organ guarded inside the cranium, trove,
Rilke’s panther, a brain in conflict with itself, bad children,
unreasoning two-year-olds, offending limb, bastards.

Dissociation or
disconnect

Disconnect within the body or
between the body and external
surrounding

4 (5.1%) Unexplained phenomenon, Parkinson’s prism, no
guarantee, driving on the wrong side of the road.

Material/military/
mechanical

Military or mechanical objects 4 (5.1%) Ball of wool, colored strings, weapon, getting on a train

Miscellaneous objects/
animal

Miscellaneous objects used to
describe experience

2 (2.6%) Wheat seedling, bad signals disrupt communication

Themes were partly derived from the study by Chahine LM et al. Neurol Clin Pract. 2021 Aug;11(4):e462-e471.
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'atomic bomb', as I heard my neighbors doing. However, I think
Parkinson’s disease is an unexplained phenomenon that you cannot
describe with a few words.”
Following multiple and increasingly repetitive episodes of the

clinical encounter during which dopamine treatment and the side
effects of treatment were discussed, the patient finally decided he
did not want to be treated:
“The medical jargon and my daily experience are at odds with

each other. With this jargon, medical doctors happen to have a
weapon. But for patients however, these words create a huge
distance between them and this experience. This is a similar setback
as we talked about earlier.”
The patient mentioned that being in a hospital felt as being

‘alien to both mind and body’. In dealing with the symptoms, he
stated that:
“The moment you think you have found a way to deal with it,

you’ll immediately feel standing at the start again. Whatever words
you choose to describe it, it never feels complete.
In order to express himself more completely next to the

metaphors as depicted in Table 1, the patient chose to draw his
visual representation of the illness experience. In his drawing, he
imagined himself to be a ball of wool made up of many different
colored strings (Fig. 1A). These strings each represent a connection
in his being as a person, related to self-perceived autonomy and the
world around him. These connections were being torn apart,
represented in his drawing as the strings being spread chaotically
across the floor (Fig. 1B). In addition (and in line with work from
narrative medicine scholar Rita Charon, who advocated that
‘patients should be the curators of what we write about them’4)
we asked the patient to comment on Jonathan Franzen’s The
Corrections and Peter Dunlap-Shohl’s My Degeneration: A Journey
Through Parkinson’s. He stated in these comments the following:
‘What I do miss in Jonathan Franzen’s story is that the correction

can be greater than Parkinson’s disease. Rage about my hand and
arm also arise in me, but I can only remain a spectator trying to do
the opposite of what Parkinson’s does. I find the drawing in Fig. 3
harsh and explicit because this face looks too frightened. There is no
beauty in Parkinson’s disease, but there can be beauty in me as a
person. I am a clown with Parkinson’s disease, but one with a smile,
knowing my hand is moving in the wrong direction.'

Drawings and metaphors pinpointing loss of autonomy and
self-perceived stigma in the graphic novel “My Degeneration”
and the non-fiction book ‘Awakenings’ by Oliver Sacks
To study the Parkinson’s disease experience in cartoon
drawings, we selected two cartoon drawings from the graphic

novel “My Degeneration”. Figure 2 depicts the ‘Parkinson’s
prism’, a metaphor that demonstrates how disease alters a
person’s ability to make ‘sense of a distorted and parous reality’
(p. 50). Therefore, the damage inflicted by Parkinson’s disease is
a reminder of ‘how far we can fall by mischance’. This is
depicted in another cartoon shown in Fig. 3. This cartoon states
that the frailty that comes with this disease poses questions
‘philosophy can only answer in ways civilized people find
frightening’ (p. 58).

Fig. 1 Drawing depicting the Parkinson’s disease experience. A Visual representation of the Parkinson’s disease experience as provided by
the interviewed person with Parkinson’s disease (W.B.) who imagined himself to be a ball of wool made up of many different colored strings.
These strings each represent a connection in his being as a person related to self-perceived autonomy and the world around him. B Following
Parkinson’s disease these connections were being torn apart, represented in his illustration as the strings being spread chaotically across the floor.

Fig. 2 The ‘Parkinson prism’. The ‘Parkinson prism’ is a metaphor
that demonstrates how disease and medication alter a person’s
ability to make sense of a distorted and parous reality. Image
derived from the graphic novel My Degeneration: A Journey
Through Parkinson’s by Peter Dunlap-Shohl.
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To further analyze the meaning of the ‘Parkinson’s prism’, we
assessed “Awakenings” by Oliver Sacks (1973). This is an account
of twenty patients who survived the 1920s encephalitis lethargica
epidemic and developed post-encephalitic parkinsonism with
symptoms ‘more varied and severe than those seen in common
Parkinson’s disease’ (p. 14). When Sacks asked one of his patients,
Leonard L., ‘What’s it like being the way you are? What would you
compare it to?’, Leonard L. replied: ‘Caged. Deprived. Like Rilke’s
“Panther”23 (p. 205)’ “There’s an awful presence,” he once tapped
out, ‘and an awful absence. The presence is a mixture of nagging
and pushing and pressure, with being held back and constrained
and stopped – I often call it ‘the goad and halter’. The absence is a
terrible isolation and coldness and shrinking – more than you can
imagine, Dr. Sacks, much more than anybody who isn’t this way
can possibly imagine – a bottomless darkness and unreality.” (…)
“At other times,’ Mr. L. would tap out, ‘there’s none of this sense of
pushing or active taking away, but a sort of total calmness, a
nothingness, which is by no means unpleasant. It’s a let-up from
the torture. On the other hand, it’s something like death. At these
times I feel I’ve been castrated by my illness, and relieved from all
the longings other people have”23 (p. 205).
More insight into the world of Parkinson’s disease is offered by

Francis D, who is one of those patients that describe a fantastical-
mathematical world remarkably similar to that which faced ‘Alice’.
Miss D. pinpoints the fundamental distortions of Parkinsonian
space, with her difficulties with ‘angles, circles, sets, and limits'. She
once said of her ‘freezing’: ‘It’s not as simple as it looks. I don’t just
come to a halt, I am still going, but I have run out of space to move
in … You see, my space, our space, is nothing like your space: our
space gets bigger and smaller, it bounces back on itself, and it loops
itself round till it runs into itself23 (p. 339).

Metaphors of self-perceived autonomy and stigma in the
novel ‘The Corrections’ by Jonathan Franzen
To further study the world of Parkinson’s disease we assessed the
novel “The Corrections” by Jonathan Franzen (2001). Herein we
follow a protagonist with Parkinson’s disease named Alfred
Lambert, a retired railroad engineer depicted with his family as
His symptoms of disease particularly include a change in his
perception of time:
(…) “the problem of existence was this: that, in the manner of a

wheat seedling thrusting itself up out of the earth, the world moved
forward in time by adding cell after cell to its leading edge, piling
moment on moment, and that to grasp the world even in its freshest,
youngest moment provided no guarantee that you’d be able to
grasp it again a moment later.” (p. 66)
These time-altering events experienced by Albert, manifest

themselves in the way language is processed. This way Albert’s
‘Parkinson’s prism’ illustrates how language and being cannot be
understood apart from one another:
“He began a sentence: “I am - but when he was taken by surprise,

every sentence became an adventure in the woods (…) but in the
instant of realizing he was lost, time became marvelously slow and
he discovered hitherto eternities in the space between one word and
the next, or rather he became trapped in that space between words
and could only stand and watch as time sped on without him (…)”
(p. 11)
In fact, the ongoing characteristics associated with Parkinson’s

disease, seem to amplify ‘Parkinson’s prism’ effect on the self as
narrator. Particularly because the trembling of both hands make
Alfred feel betrayed:
“These shaking hands belonged to nobody but him, and yet they

refused to obey him. They were like bad children. Unreasoning two-
year-olds in a tantrum of selfish misery. (..) (p. 67).
Similarly, as our patient was arguing, Alfred also thought of a

way to hide the physical expression of disease symptoms because
‘Parkinson’s prism’ altered Alfred’s ability to make ‘sense of a
distorted and parous reality’:
“Alfred took pleasure in thinking about chopping his hand off with

a hatchet. He wanted to let the offending limb know just how angry
he was. If only to show how little he cared for it when it insisted on
disobeying him. It brought a kind of ecstasy to imagine the first deep
bite of the hatchet’s blade into bone and muscle. But alongside his
ecstasy there was also the unshakable feeling of despair. He and his
hand had been together for his entire life after all. (p. 67)”
“He would have liked to remove his legs entirely. They were weak

and restless and wet and trapped. He kicked a little and rocked in his
unrocking chair. His hands were in a tumult. The less he could do
about his legs, the more he swung his arms. The bastards had him
now, he’d been betrayed, and he began to cry. If only he’d known! If
only he’d known, he could have taken steps, he’d had the gun, he’d
had the bottomless cold ocean, if only he’d known.” (p. 555)
Erving Goffman has argued that stigma particularly results from

the eyes of others: “While the stranger is present before us,
evidence can arise of his possessing an attribute that makes him
different from others… and of a less desirable kind – in the
extreme, a person who is quite thoroughly bad, or dangerous, or
weak” 25(p. 12). Likewise, Alfred is seen in the eyes of his son:
“Alfred seemed forever on the verge of derailing as he lurched

down hallways or half slid downstairs or wolfed at a sandwich from
which lettuce and meat loaf rained; checking his watch incessantly
(..) the old iron horse was careering toward a crash, and Gary could
hardly stand to look.” (p. 171)
For social situations, Goffman has argued that ‘with an

individual known or perceived to have a stigma, we are likely,
then, to employ categorizations that do not fit, and we and he are
likely to experience uneasiness’ 25(p. 31). Also, in dealing with
bladder dysfunction, another illustration is given of the way Alfred

Fig. 3 Fall by mischange. The damage inflicted by Parkinson’s
disease is a reminder of how far we can fall by mischance. Image
derived from the graphic novel My Degeneration: A Journey
Through Parkinson’s by Peter Dunlap-Shohl.
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is being frowned upon by others, and how this impacts self-
perceived autonomy and stigma:
“The problem was that his nervous system could no longer be

relied on for an accurate assessment of his need to go. At night his
solution was to wear protection. By day his solution was to visit a
bathroom hourly and always to carry his old black raincoat in case
he had an accident to hide.” (p. 329)

Metaphors of self-perceived autonomy and stigma in the
novel ‘Elena Knows’ by Claudia Pińeiro and in John
Palfreman’s The Bright Side of Parkinson’s
To further understand how the symptoms of Parkinson’s disease
can create stigma, we studied how the main protagonist (Elena) in
Elena Knows deals with disease symptoms. Elena is a 63-year-old
woman with Parkinson’s disease who is trying to deal with the
basic aspects of living a normal life, like “Just walking, to get to the
ten o’clock train.” (p. 7)
“From her position, seated, she tries to lift her foot in the air, the

foot now responds to the message and rises. So she’s ready, she
knows. She places her palms on her seated thighs, she puts her two
feet together so that her knees are at ninety-degree-angles, then she
crosses her right hand to her left shoulder and her left hand on her
right shoulder, she begins to rock back and forth on the chair and
then, with the momentum, she stands up.” (p. 7)
Characteristics associated with the disease, like the shuffling

gait or the stooped posture, instigate a self-perceived sense of
stigmatization and disapproval from others. Goffman has argued
that this: “(..) is called a stigma, especially when its discrediting
effect is very extensive. Sometimes it is also called a failing, a
shortcoming, a handicap. It constitutes a special discrepancy
between virtual and actual social identity”25(p. 12 - 13). Likewise,
Elena questions her self-perceived sense of identity:
‘What’s left of you when your arm can’t even put on a jacket and

your leg can’t even take a step and your neck can’t straighten up
enough to let you show your face to the world, what’s left? Are you
your brain, which keeps sending out orders that won’t be followed?
Or are you the thought itself, something that can’t be seen or
touched beyond that furrowed organ guarded inside the cranium like
a trove?’ (p. 72)
When disease symptoms progress into a failure to swallow with

normal frequency, Elena starts to experience the reaction of
others. As such the novel puts particular emphasis on the
experience of social interaction. This could, like Goffman has
argued, make us, “believe the person with a stigma is not quite
human. On this assumption we exercise varieties of discrimination,
through which we effectively, if often unthinkingly, reduce his life
chances”25(p. 15). This way, Elena (believed to have less chance in
life) is contrasted with a woman and her young daughter as
follows:
‘A woman and her daughter sit on the bench next to Elena. The

girl’s feet don’t reach the ground, Elena watches her swing them in
the air. She knows the girl is looking at her. She knows that she leans
over to her mother and whispers something in her ear. I’ll tell you
later, the mother says, and the girl swings her legs faster than
before.’
Goffman states that ‘the stigmatized individual is likely to feel

that he is ‘on’, having to be self-conscious and calculating about
the impression he is making, to a degree and in areas of conduct
which he assumes others are not.’ (p. 25). In his New York Times
first-person illness narrative, John Palfreman argues that this state
of being self-conscious and calculating about the impression an
individual with Parkinson’s disease must make is because:
‘People with Parkinson’s progressively lose core pieces of

themselves. We forget how to walk. Our arm muscles get weaker.
Our movements slow down. Our hands fumble simple tasks like
buttoning a shirt or balancing spaghetti on a fork. Our faces no

longer express emotions. Our voices lose volume and clarity. Our
minds, in time, may lose their sharpness and more’24.
In the beginning of his essay, Palfreman argues that what is

responsible for this, is something that ‘keeps sending out orders
that won’t be followed’:
These bad signals disrupt communication between the brain and

the muscles. This is one reason people with Parkinson’s have trouble
picking up small objects and moving around fluently: Their motions
are too hesitant, too small, too slow, too rigid, too shaky, too feeble,
and badly timed. These are symptoms of a brain in conflict with
itself24.
In Palfreman’s view, Parkinson’s disease disrupts the narrative

coherence of the stories told by persons with Parkinson’s disease
because, ‘When the production of dopamine is interrupted, as it is
with Parkinson’s, the signals passing through the basal ganglia are
garbled, and it ends up giving poor advice.’’This is because:
‘Having Parkinson’s feels a bit like going on vacation in another

country and having to drive on the “wrong” side of the road. Driving
is one of those activities that we outsource, in large part, to the basal
ganglia. When an American, who has spent thousands of hours
driving on the right side of the street, tries to drive in England, his
learned habits are a liability’24.

DISCUSSION
This narrative medicine perspective illustrates that the attributes
of Parkinson’s disease activate can activate stigma. This is an
experience expressed in metaphors imagining extreme experi-
ences (24.4%) like a ‘fall by mischance’, a ‘tantrum of selfish misery’
or a ‘bottomless darkness and unreality’ (Table 1). Collectively,
these metaphors pinpoint loss of autonomy thereby influencing
many factors, including social interactions, treatment adherence,
and even the decision to initiate treatment or not. As the selected
cartoons from My Degeneration demonstrate, this narrative
instigates a way of seeing which is metaphorically speaking called
a ‘Parkinson’s prism’. How this 'prism' is perceived in the patient
narrative is illustrated in metaphors that make Parkinson’s disease
‘a contagious disease’, experienced as a setback and impacting
like an ‘atomic bomb’. Similarly, in Oliver Sacks’ account of
Leonard L, parkinsonism is like being ‘Caged’ and ‘Deprived’, an
experience that feels for John Palfreman as ‘having to drive on the
“wrong” side of the road’.
In this study the aforementioned metaphors of Parkinson’s

disease pinpoint loss of autonomy and stigma, because the
metaphors depict extreme experiences of losing control (Table 1).
More examples are the drawing by the interviewed patient
illustrating ‘strings being spread chaotically’ (Fig. 1A) and the
cartoon depicting a ‘fall by mischance’ (Fig. 3). These selected
metaphors, and particularly the patient narrative, are chaos stories
because “(…) the body telling chaos stories defines itself as being
swept along, without control, by life’s fundamental contingency”5.
(p. 102). Arthur Frank has argued that ‘In the chaos narrative,
consciousness has given up the struggle for sovereignty over its
experience’5 (p. 104) This way Parkinson’s disease, and the prism it
instigates, disrupt a person’s narrative coherence. As a conse-
quence, ‘People living these stories regularly accuse medicine of
seeking to maintain its pretense of control (…) at the expense of
denying the suffering of what it cannot treat’5. (p. 98). This could
impact factors such as physician-patient interaction, as was
demonstrated by a study into the metaphors used by 86
individuals with Parkinson’s disease for whom their figurative
language was not uniformly interpreted and understood by
neurologists27.
Interestingly, for the interviewed patient, medical jargon is

perceived as a very alternative set of ‘words that can be used as a
weapon’ to create a ‘huge distance’ between medical doctors and
the Parkinson’s disease experience. This could suggest denial of
the chaos story as told by the patient because, as Frank has
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pointed out, ‘Denials of the chaos narrative often begin with the
listener asserting how, in such circumstances, he would find some
way out’ (…) All of us on the outside of some chaos want
assurances that if we fell in, we could get out. But the chaos
narrative is beyond such bargaining; there is no way out.’ (p. 102)5

Instead, precise and respectful terms to explain the disease course
of Parkinson’s disease could contribute to symmetrical and not
patronizing conversations between physicians and persons with
Parkinson’s disease28. For the patient described here, an
experience of the opposite resulted in his decision to refuse
treatment, emphasizing that physician communication is an
essential component of a patient’s adherence to medical advice29.
We have recently argued that during the initial communications
with someone diagnosed recently with Parkinson’s disease, the
emphasis should not so much be on whether or not to start
dopaminergic replacement therapy, but rather on discussing the
concept of Hopamine: a personalized dose of hope and
perspective that is unique to each individual30. Whereas most
physicians and other medical physicians place disproportionate
emphasis on initiating a battery of medical interventions, affected
individuals might be helped in a better way by discussing what
matters to them most.
Interestingly, in a detailed linguistical analysis of the novel The

Corrections, the perception of stigma following a diagnosis of
Parkinson’s disease was confirmed in words like. Particularly a
sense of ‘betrayal and disconnection’ that described the
experience by the main protagonist Alfred31. Since Gofman’s
work, it has become clear that in individuals with Parkinson’s
disease, stigma particularly follows from severe motor symp-
toms32,33. It develops mainly in unfamiliar places, at the working
place or in contact with people without Parkinson’s disease34. In
certain areas of the world, stigma takes a completely different
form, for example in a country such as South Africa, where
Parkinson’s disease is regarded as a result from witchcraft, forcing
affected individuals to be banned from society35. Because of
stigma and in response to the symptoms of Parkinson’s disease,
Alfred in The Corrections is found wanting to inflict harm upon
himself. This was similarly suggested in the story of the patient
presented here who mentioned that ‘When I want my hand to
completely stop shaking though, I’ll (…) hit it against a wall till it
starts to hurt.’ Likewise, in My Degeneration, the feeling of betrayal
is depicted as a man in a suit, hell-bent on making the patient’s life
as miserable as possible. The main protagonist in My Degeneration
therefore muses on Parkinson’s disease being “cunning and
mysterious” and him subtly taking away all that he has learned
during his lifetime. This way, Parkinson’s disease is presented as a
man subtly diminishing the main protagonists’ ability to self-
govern36. This experience of losing the ability to self-govern,
follows from the experience of sensory and perceptual deficits
which facilitate physical misperceptions37. Interestingly, narrative
medicine intervention studies, that aimed at the rehabilitation of
these misperceptions using drawing tasks, have been found to
improve these mental representations38. Also, My Degeneration
was used to facilitate this improvement, as was demonstrated by
clinicians working in a multidisciplinary movement disorders clinic
in the USA39. Close reading of My Degeneration followed by the
assessment of pre- and post-reading attitudes and degree of
empathy identified that significant improvement was observed
after reading and discussing the graphic novel in group sessions.
In the context of narrative medicine, a wide range of research

methodologies is used compared to the ones used in biomedi-
cine. In addition to quantitative research methods, qualitative
approaches produce rich knowledge: drawings by patients of their
illness and the impact of an illness on daily life (for a systematic
review, see Ref. 19). Drawing of an illness not only serves
diagnostic purposes into the subjective response to an illness,
but intervention studies have shown how changes in patient
drawings can identify medical outcomes40. In persons with

Parkinson’s disease, drawings have been applied in order to
examine its lived experience41. Moreover, adjusting to living with
Parkinson’s disease was reviewed in a meta-ethnography of
qualitative research, emphasizing the contribution of qualitative
methods for biopsychosocial research in people with Parkinson’s
disease42. Particularly ‘first-person illness narratives’ provide great
opportunity for research into the practice of ‘thinking with stories.
Arthur Frank has pointed out that for first-person illness narratives
this is not the ‘illusion of authorial presence’ within the text43.
Instead, the reader should ‘recognize the real presence in the
textual absence’ because illness is an ‘absence from the social
presence that health takes for granted, and this absence is the
reflexive ground of the illness narrative’43 In contrast, the textual
effect of literary fiction, according to Frank, should not be ‘a form
of distancing between the writers of such narratives and those
readers who need, for different reasons, to affirm what the
narrator needs to show them’43. In our view, the selected works of
Jonathan Franzen, Claudia Piñeiro, and Oliver Sacks are very well
equipped to avoid a distancing from the Parkinson’s disease
experience. Nonetheless, future studies should investigate how
textual differences in first-person illness narratives compared to
works of art (such as literary fiction) improve the practice of
‘thinking with stories’.
In addition to the aforementioned examples, other illustrations

of narrative medicine in clinical practice are storytelling44 and
creative writing sessions in medical education7. This way, narrative
medicine was found to improve competencies such as relation-
ship-building, empathy, and confidence45. Regarding its use to
promote treatment success, narrative medicine sessions in neuro-
oncology practice with persons with brain cancer (who shared
their stories of loss of self-identity during illness and treatment)
could provide visible contributions of disease impact, thereby
helping the treatment team to assess patient needs46. Whether it
could reduce self-perceived autonomy and stigma in Parkinson’s
disease, thereby improving decision making in its treatment (like
the person presented in this report) remains to be studied. These
studies should select persons with divergent characteristics,
because particular examples such as being a male patient
significantly contributes to self-stigma3. Moreover self-stigma47

and mental health significantly impact self-esteem48 and the
experienced quality of life26. This is exacerbated by the common
tendency of persons with Parkinson’s disease to start avoiding
social situations, such as the professional working place, dining in
public places or even the clinical encounter.
In conclusion, this narrative medicine perspective illustrates that

the attributes of Parkinson’s disease make the patient feel
different from others, thereby affecting self-perceived autonomy
and stigma. These factors can have a great impact on social
interactions and can even influence crucial treatment decisions,
thereby also affecting quality of life. We also emphasize how
narrative medicine can help to focus the medical consultations
with affected individuals and their families on issues that matter
most to them, rather than on the medical perspective, well-
intended as this may be. As such, narrative medicine is a hitherto
underutilized yet critical component of the much-needed move
towards personalized medicine, an approach achieved through
the reciprocity of thinking with stories.

METHODS
Patient interview and drawing of the Parkinson’s disease
experience
The patient (W.B.) was interviewed following inpatient admission
to our hospital in September 2022. W.B. had been diagnosed with
Parkinson’s disease 3 years earlier and required inpatient
admission although he refused any treatment. The patient
provided written informed consent, both for the interview to be
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conducted and published. (The Medical Research Involving
Human Subjects Act (WMO) in The Netherlands is applicable
when persons in scientific research are subjected to treatment or
are required to behave in a particular way. If a study falls under the
scope of the WMO because these requirements are applicable, it
must undergo a review by an accredited Medical Review Ethics
Committee (MREC). However, the interviewed patient was a
mentally competent citizen who was neither subjected to
treatment or an intervention nor was he asked to follow a
behavioral strategy as referred to in the WMO. Therefore, the
Dutch law (WMO) regulating medical research in humans
stipulates that this study is exempt from any requirement
regarding approval by regulating bodies.)

Identification of (graphic)-novels and non-fiction related to
Parkinson’s disease
We aimed to identify a selection of (graphic)-novels and non-
fiction (books) where metaphors of Parkinson’s disease represent a
meaningful and substantial component. After a search in the
LITMED Literature Arts Medicine Database of the Division of
Medical Humanities at NYU Langone Health [https://
medhum.med.nyu.edu/], we selected the graphic novel “My
Degeneration: A Journey Through Parkinson’s” by Peter Dunlap-
Shohl20, the novels “The Corrections” by Jonathan Franzen22 and
“Elena Knows” by Claudia Piñeiro21. In addition, we also included
the non-fiction book “Awakenings” by Oliver Sacks23 and the first-
person illness narrative “The Bright Side of Parkinson’s” by Jon
Palfreman24. This method of studying (graphic)-novels and non-
fiction (books) as a source to review how a particular illness is
represented in literary works is a validated and accepted
methodology8, and previously used in a comparison with
empirical studies on patients’ representations of the particular
illness11 or to debate a diagnosis or therapeutic approach49.

Qualitative analysis and interpretation of metaphors
Because metaphors cannot always be translated across languages
or cultures (and to overcome a potential ‘loss in translation’) we
asked a native speaker in both Dutch and American English to
translate the patient story. The use of metaphors was reviewed
and a list of themes common to at least two of the metaphors was
generated. This method was previously used in a study among
individuals with Parkinson’s disease imagining their “off” peri-
ods27. Classifications were reviewed by authors B.W.F., R.K., A.A.K.,
and B.R.B., and final classifications were chosen after discussion.

Theoretical model to analyze the Parkinson’s disease
experience
Using Erving Goffman’s theory of the stigma relationship as
outlined in the book Stigma: Notes on the Management of Spoiled
Identity, we selected quotes from the identified (graphic)-novels
and non-fiction works that were related to the loss of autonomy
and the experience of stigma. These quotes were compared to
excerpts from the patient story and the drawing of the illness
experience.

Reporting summary
Further information on research design is available in the Nature
Research Reporting Summary linked to this article.

DATA AVAILABILITY
The datasets used and/or analyzed during the current study are available from the
corresponding author on reasonable request.

CODE AVAILABILITY
Code sharing is not applicable to this article as no custom computer code or scripts
were generated or used during the current study.

Received: 13 April 2023; Accepted: 19 October 2023;

REFERENCES
1. Vescovelli, F., Sarti, D. & Ruini, C. Subjective and psychological well-being in

Parkinson’s disease: a systematic review. Acta Neurol. Scand. 138, 12–23 (2018).
2. Nicoletti, A. et al. Factors influencing psychological well-being in patients with

Parkinson’s disease. PLoS ONE 12, e0189682 (2017).
3. Salazar, R. D. et al. Predictors of self-perceived stigma in Parkinson’s disease.

Parkinsonism Relat. Disord. 60, 76–80 (2019).
4. Charon, R. Narrative Medicine: Honoring the Stories of Illness (Oxford Univ. Press,

2006).
5. Frank, A. W. The Wounded Storyteller (Univ. Chicago Press, 2013).
6. Kleinman, A. The Illness Narratives. Suffering, Healing & the Human Condition (Basic

Books, 1988).
7. Charon, R., Hermann, N. & Devlin, M. J. Close reading and creative writing in

clinical education: teaching attention, representation, and affiliation. Acad. Med.
91, 345–350 (2016).

8. Kaptein, A. A. Novels as data: health humanities and health psychology. J. Health
Psychol. 27, 1615–1625 (2022).

9. Florijn, B. W. & Kaptein, A. A. How Tolstoy and Solzhenitsyn define life and death in
cancer: patient perceptions in oncology. Am. J. Hosp. Palliat. Care 30, 507–511 (2013).

10. Florijn, B. W. Narrative medicine: thinking with stories during the plague. Am. J.
Med. 133, 1003–1004 (2020).

11. Florijn, B. W., der Graaf, H. V., Schoones, J. W. & Kaptein, A. A. Narrative medicine:
a comparison of terminal cancer patients’ stories from a Dutch hospice with
those of Anatole Broyard and Christopher Hitchens. Death Stud. 43, 570–581
(2019).

12. Gibbs, R. W., Jr. How metaphors shape the particularities of illness and healing
experiences. Transcult. Psychiatry 1363461520965424, https://doi.org/10.1177/
1363461520965424. Epub ahead of print (2020).

13. Sontag, S. Illness as Metaphor & Aids and Its Metaphors (Penguin Books, 1991).
14. Hanne, M. & Hawken, S. J. Metaphors for illness in contemporary media. Med.

Humanit. 33, 93–99 (2007).
15. Bleakley, A. Thinking with Metaphors in Medicine (Routledge, 2019).
16. Lakoff, G. & Johnson, M. Metaphors We Live By (Univ. Chicago Press, 1980).
17. Llewellyn, R. et al. Employing imaginative rationality: using metaphor when

discussing death. Med. Humanit. 43, 71–72 (2017).
18. Holmes, M. S. After Sontag: reclaiming metaphor. Genre 44, 263–276 (2011).
19. Broadbent, E., Schoones, J. W., Tiemensma, J. & Kaptein, A. A. A systematic review

of patients’ drawing of illness: implications for research using the Common Sense
Model. Health Psychol. Rev. 13, 406–426 (2019).

20. Dunlap-Shohl, P. My Degeneration - A Journey Through Parkinson’s (Pennsylvania
State Univ. Press, 2015).

21. Piñeiro, C. Elena Knows (Charco Press Ltd., 2021).
22. Franzen, J. The Corrections (Farrar, Straus and Giroux, 2001).
23. Sacks, O. Awakenings (Picador, 2012).
24. Palfreman, J. The Bright Side of Parkinson’s. The New York Times. Accessed

through https://www.nytimes.com/2015/02/22/opinion/sunday/the-bright-side-
of-parkinsons.html (2015).

25. Goffman, E. Stigma: Notes on the Management of Spoiled Identity. (Simon &
Schuster, Inc., 1986).

26. Simpson, J., Lekwuwa, G. & Crawford, T. Predictors of quality of life in people with
Parkinson’s disease: evidence for both domain specific and general relationships.
Disabil. Rehabil. 36, 1964–1970 (2014).

27. Chahine, L. M. et al. Use of figurative language by people with Parkinson’s disease
to describe “off” periods: clear as mud. Neurol. Clin. Pr. 11, e462–e471 (2021).

28. Alonso-Canovas, A. et al. The early treatment phase in Parkinson’s disease: not a
honeymoon for all, not a honeymoon at all? J. Parkinson’s Dis. https://doi.org/
10.3233/jpd-225064 (2023).

29. Zolnierek, K. B. & Dimatteo, M. R. Physician communication and patient adher-
ence to treatment: a meta-analysis. Med. Care 47, 826–834 (2009).

30. Noordegraaf, M. A., van den Berg, S. W. & Bloem, B. R. Hopamine as personalized
medicine for persons with Parkinson’s Disease. J. Parkinsons Dis. 13, 271–277
(2023).

31. Rutter, B. & Hermeston, R. The space between words: on the description of
Parkinson’s disease in Jonathan Franzen’s ‘The Corrections’. Med. Humanit. 47,
56–60 (2021).

B.W. Florijn et al.

7

Published in partnership with the Parkinson’s Foundation npj Parkinson’s Disease (2023)   152 

https://medhum.med.nyu.edu/
https://medhum.med.nyu.edu/
https://doi.org/10.1177/1363461520965424
https://doi.org/10.1177/1363461520965424
https://www.nytimes.com/2015/02/22/opinion/sunday/the-bright-side-of-parkinsons.html
https://www.nytimes.com/2015/02/22/opinion/sunday/the-bright-side-of-parkinsons.html
https://doi.org/10.3233/jpd-225064
https://doi.org/10.3233/jpd-225064


32. Hou, M., Mao, X., Hou, X. & Li, K. Stigma and associated correlates of elderly
patients with Parkinson’s Disease. Front. Psychiatry 12, 708960 (2021).

33. Ma, H. I. et al. Experienced facial masking indirectly compromises quality of life
through stigmatization of women and men with Parkinson’s disease. Stigma
Health 4, 462–472 (2019).

34. Hanff, A. M. et al. Determinants of self-stigma in people with Parkinson’s disease:
a mixed methods scoping review. J. Parkinsons Dis. 12, 509–522 (2022).

35. Mokaya, J., Gray, W. K. & Carr, J. Beliefs, knowledge and attitudes towards Par-
kinson’s disease among a Xhosa speaking black population in South Africa: a
cross-sectional study. Parkinsonism Relat. Disord. 41, 51–57 (2017).

36. Tschaepe, M. Representations of patients’ experiences of autonomy in graphic
medicine. AMA J. Ethics 20, 122–129 (2018).

37. Friedman, J. H. Misperceptions and Parkinson’s disease. J. Neurol. Sci. 374, 42–46
(2017).

38. Abraham, A., Hart, A., Dickstein, R. & Hackney, M. E. Will you draw me a pelvis?ˮ
Dynamic neuro-cognitive imagery improves pelvic schema and graphic-metric
representation in people with Parkinson’s disease: a randomized controlled trial.
Complement Ther. Med. 43, 28–35 (2019).

39. Myers, K. R. et al. Use of a graphic memoir to enhance clinicians’ understanding
of and empathy for patients with Parkinson’s disease. Perm. J. 24, https://doi.org/
10.7812/tpp/19.060 (2019).

40. Broadbent, E., Ellis, C. J., Gamble, G. & Petrie, K. J. Changes in patient drawings of
the heart identify slow recovery after myocardial infarction. Psychosom. Med. 68,
910–913 (2006).

41. Abraham, A. et al. Draw your pelvis’ test for assessing pelvic schema in people
with Parkinson’s disease: a validity and reliability study. Somatosens. Mot. Res. 36,
156–161 (2019).

42. Wieringa, G., Dale, M. & Eccles, F. J. R. Adjusting to living with Parkinson’s disease; a
meta-ethnography of qualitative research. Disabil. Rehabil. 44, 6949–6968 (2022).

43. Frank, A. W. https://arthurwfrank.wordpress.com/arts-blog/ (2022). Access date
28th of July 2023.

44. Liao, H. C. & Wang, Y. H. Storytelling in medical education: narrative medicine as a
resource for interdisciplinary collaboration. Int. J. Environ. Res. Public Health 17,
https://doi.org/10.3390/ijerph17041135 (2020).

45. Remein, C. D. et al. Content and outcomes of narrative medicine programmes: a
systematic review of the literature through 2019. BMJ Open 10, e031568 (2020).

46. Slocum, R. B. & Villano, J. L. Narrative medicine applications for neuro-oncology
patient identity and quality of life. J. Clin. Neurosci. 83, 8–12 (2021).

47. Eccles, F. J. R., Sowter, N., Spokes, T., Zarotti, N. & Simpson, J. Stigma, self-com-
passion, and psychological distress among people with Parkinson’s. Disabil.
Rehabil. 1–9, (2022).

48. Shah, R. et al. People with Parkinson’s perspectives and experiences of self-man-
agement: qualitative findings from a UK study. PLoS ONE 17, e0273428 (2022).

49. Zayas, V., Mainardi, F., Maggioni, F. & Zanchin, G. Sympathy for Pontius Pilate.
Hemicrania in M. A. Bulgakov’s The Master and Margarita. Cephalalgia 27, 63–67
(2007).

ACKNOWLEDGEMENTS
The Centre of Expertise for Parkinson & Movement Disorders was supported by a
Centre of Excellence Grant of the Parkinson’s Foundation. The authors would like to
thank M. Tsonas for translating the patient story.

AUTHOR CONTRIBUTIONS
B.W.F. conceived the idea, interviewed the patient, researched and analyzed data
from the (graphic)-novels and non-fiction work and wrote the manuscript. R.K., A.A.K,
and B.R.B. contributed to the discussion and reviewed the manuscript. B.R.B.
supervised the interpretation and the analysis of the results and provided critical
feedback to final version of the manuscript.

COMPETING INTERESTS
None of the authors has any conflict-of-interest report that is relevant to the present
publication. Outside the present work, B.R.B. has the following to report. He is co-
editor in Chief for the Journal of Parkinson’s Disease. He is on the editorial board of
Practical Neurology and Digital Biomarkers, has received honoraria from being on the
scientific advisory board for Abbvie, Biogen, and UCB, has received fees for speaking
at conferences from AbbVie, Zambon, Roche, GE Healthcare, and Bial, and has
received research support from the Netherlands Organization for Scientific Research,
the Michael J Fox Foundation, UCB, Not Impossible, the Hersenstichting Nederland,
the Parkinson’s Foundation, Verily Life Sciences, Horizon 2020, and the Parkinson
Vereniging (all paid to the institute).

ADDITIONAL INFORMATION
Supplementary information The online version contains supplementary material
available at https://doi.org/10.1038/s41531-023-00593-y.

Correspondence and requests for materials should be addressed to Barend W.
Florijn.

Reprints and permission information is available at http://www.nature.com/
reprints

Publisher’s note Springer Nature remains neutral with regard to jurisdictional claims
in published maps and institutional affiliations.

Open Access This article is licensed under a Creative Commons
Attribution 4.0 International License, which permits use, sharing,

adaptation, distribution and reproduction in anymedium or format, as long as you give
appropriate credit to the original author(s) and the source, provide a link to the Creative
Commons license, and indicate if changes were made. The images or other third party
material in this article are included in the article’s Creative Commons license, unless
indicated otherwise in a credit line to the material. If material is not included in the
article’s Creative Commons license and your intended use is not permitted by statutory
regulation or exceeds the permitted use, you will need to obtain permission directly
from the copyright holder. To view a copy of this license, visit http://
creativecommons.org/licenses/by/4.0/.

© The Author(s) 2023

B.W. Florijn et al.

8

npj Parkinson’s Disease (2023)   152 Published in partnership with the Parkinson’s Foundation

https://doi.org/10.7812/tpp/19.060
https://doi.org/10.7812/tpp/19.060
https://arthurwfrank.wordpress.com/arts-blog/
https://doi.org/10.3390/ijerph17041135
https://doi.org/10.1038/s41531-023-00593-y
http://www.nature.com/reprints
http://www.nature.com/reprints
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/licenses/by/4.0/

	Narrative medicine pinpoints loss of autonomy and stigma in Parkinson&#x02019;s disease
	Introduction
	Results
	Metaphors of self-perceived autonomy and stigma in the patient interview
	Drawings and metaphors pinpointing loss of autonomy and self-perceived stigma in the graphic novel &#x0201C;My Degeneration&#x0201D; and the non-fiction book &#x02018;Awakenings&#x02019; by Oliver�Sacks
	Metaphors of self-perceived autonomy and stigma in the novel &#x02018;The Corrections&#x02019; by Jonathan Franzen
	Metaphors of self-perceived autonomy and stigma in the novel &#x02018;Elena Knows&#x02019; by Claudia Pi&#x00144;eiro and in John Palfreman&#x02019;s The Bright Side of Parkinson&#x02019;s

	Discussion
	Methods
	Patient interview and drawing of the Parkinson&#x02019;s disease experience
	Identification of (graphic)-novels and non-fiction related to Parkinson&#x02019;s disease
	Qualitative analysis and interpretation of metaphors
	Theoretical model to analyze the Parkinson&#x02019;s disease experience
	Reporting summary

	DATA AVAILABILITY
	References
	Acknowledgements
	Author contributions
	Competing interests
	ADDITIONAL INFORMATION




