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Delivering a diagnosis of Parkinson’s disease (PD) with care and
compassion requires both solid medical expertise and emotional sensi-
tivity as it is devastating for many to receive this news. Clinical guide-
lines emphasize that a diagnosis of PD should be made by a movement
disorders specialist (MDS) [1]. This is primarily based on their expertise
in making an accurate diagnosis and to initiate the most appropriate
treatment. However [2], in the current medical landscape, access to an
MDS is not always possible and the initial suspected diagnosis may be
made by other health professionals such as the primary care physician or
community neurologist. Whilst the diagnosis may have been suspected
by some people, e.g., family, friends, colleagues, with symptoms pre-
ceding the diagnosis for several years, it is typically confirmed by the
medical specialist. For some, it may be the first time that a person
experiencing symptoms hears about PD as the likely underlying diag-
nosis. The diagnosing clinician is the person who will deliver the life
changing information of a disease that is chronic, progressive, and
associated with numerous symptoms and long-term disability, which
commonly elicits fear and uncertainty in the person receiving the news.
Because of the significant emotional impact, many patients vividly
remember their diagnosis and how it was delivered many years later.
Being mindful of the shock of this diagnosis and how the information is
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delivered while considering what patients find difficult or comforting in
the messaging is, therefore, the key to providing the best possible
experience for patients at this crucial time.

1. Making the diagnosis of PD

10 years on, I can still recall how the clouds looked that fatal day. I
can describe the sounds of the traffic. The smell in the air ... I
remember the chilling silence of the waiting room too. Then I
remember the look in her eyes.. and most of all I remember the exact
words she used-‘You’'re exhibiting symptoms of Parkinsonism’ .... So
scripted. So rehearsed in the words she used. Like it had been taught
from a handbook in year 1 of MDS school. Like she had said it a 100
times before.”

1.1. Delays in diagnosis/care

Despite the presence of symptoms, many patients may have waited
months or years to see the doctor, 30% may have waited one year or
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more [3].This also makes a diagnosis at the initial visit for non-specific
or non-motor symptoms difficult for physicians and the delay from
initial symptoms to diagnosis has been reported to be as long as 10 years
[4] (see Fig. 1).

1.2. Diagnostic accuracy at presentation

Even once more typical features of PD occur, making a diagnosis of PD
can be difficult particularly in the early stages, and many patients may
have a series of visits over months or a year before they are given a
diagnosis. Even when a diagnosis is made, uncertainty may persist. In an
analysis of 20 studies, including 11 using the gold standard of pathologic
examination, the diagnostic accuracy of PD diagnosis when made by non-
experts was 73.8% vs. 79.6% when made by an MDS at initial assessment
but rose to 83.9% at follow-up. Using the UK Parkinson’s Disease Society
Brain Bank Research Center criteria [5], the pooled diagnostic accuracy
was 82.7%. This necessitates clinicians to use caution in the initial diag-
nosis to avoid giving an incorrect diagnosis and also results in unsettling
uncertainty for patients looking for a firm diagnosis [6,7]. There are a
host of reasons that make the diagnosis of PD complex including the
insidious onset of symptoms and the absence of a biomarker.

As a result of these challenges, sometimes the diagnosis is delayed or
missed altogether especially in younger patients, women, people of color
and those who reside in rural areas [8]. Delays are also more common
when tremor is absent or with lower extremity predominance [9]. 7% of
patients were told there was nothing wrong with them at the first visit
[10] As a result, many patients search for answers online but getting
vetted information that is medically sound can prove challenging, and
online searches can lead to a range of misdiagnoses and misinformation.
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1.3. Under recognition of non-motor symptoms/mental health

Despite being classified as a motor disease, PD is also associated with
a variety of non-motor and mental health features, which contribute to
reduced quality of life often more than the motor features [11,12]. As PD
is still considered primarily a motor disease the heterogeneous
non-motor features are often undervalued and go unrecognized from
diagnosis [13]. These issues like depression, anxiety, apathy and sleep
dysfunction are often hidden and difficult to identify without specific
probing despite being common [14]. Some patients with PD experience
prodromal depression and can present with depression at diagnosis that,
when addressed, can improve long-term outcomes [15]. Hence, many
patients suffer in silence while their doctors may focus on more visible
symptoms like tremor or slowness. In fact, many non-specialized phy-
sicians may not even be aware of the complexity of PD and the signifi-
cant non-motor burden. In medical school students may have primarily
been taught about the cardinal motor symptoms of tremor, stiffness,
slowness and gait issues, emphasizing an older, white, male image. In
addition, with the rise of healthcare provided through allied
non-physician care providers who may not have had any formal edu-
cation on PD, there is a pressing need to increase awareness of this
complex disease in both society and in medical education.

“I get that the diagnosis discussion, much like the condition itself, is a
balancing act (too much information would have been over-
whelming, too little would have been unhelpful) but in a way, if I was
told more about the array of symptoms at that point I think I would
have taken some comfort. Why? Purely because I had been exhibiting
many of symptoms like anxiety, low mood, fatigue, low blood pres-
sure, constipation, sleep issues etc. for many years. Yes the future
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was uncertain but here was an opportunity to answer questions
about the past and present. Years later when I learnt more about
these ‘hidden’ symptoms, it was a eureka moment. Everything star-
ted to make sense. I wish I had that opportunity on ‘D-day’ itself.”

1.4. Portrayal of the “typical” PD patient

In the media and popular opinion today, PD continues to be repre-
sented as a motor disease of white, old men. Similarly, the images we use
to teach medical students are drawings typically depicting older white
men, drooling and hunched over, in a wheelchair or using a walker [16].
However, many patients with PD worldwide who do not fit this ste-
reotype, and many PWP who are younger, or female or who are from a
different race have their diagnoses delayed or missed altogether as a
result. In a survey, some felt their ethnic community did not understand
them and had misconceptions like “You’re black, and black people don’t
get PD.” An Indian PWP hid her diagnosis because she feared how people
would react. She did not want people to feel pity for her or cause shame
or embarrassment to her family and was pressured to hide the disease
from her community [17,18]. The inaccurate assumption that PD only
occurs in old age has three negative consequences: (i)The diagnosis of
PD is often missed entirely or delayed in younger people; (ii) There is a
misconception that PD symptoms such as slowing, stiffness or tremor are
a natural consequence of aging; and (iii) Ageism (discussed below).

“Looking back it’s become clear that I experienced 3 unintended
biases that led to a year-long delay in making the diagnosis: An age
bias, a race bias and a symptom bias. Collectively I didn’t fit the bill
of the Parkinson’s stereotype. Ironically if the dots were connected
and my early non motor symptoms were taken into account ... I was
the text book definition of a person with Parkinson’s.”

The diagnostic difficulties typical of the initial phase of PD can lead
to a long delay and uncertainties with significant impact on PwP’s ex-
periences, with a wish for an earlier and clear answer for many.

“What did Parkinsonism even mean? Do I have Parkinson’s or not?! [
didn’t want another wild goose chase. I wanted clarity, not ‘isms’ “

“The MDS had a visible smile on her face, when I returned 2 weeks
after starting on the medication ... ‘You’ve responded well’. But her
positive manner was just reflecting the final confirmation. She was
pleased with herself and validation of early initial diagnosis. I didn’t
begrudge her that. There is nothing 100% conclusive in initial
diagnosis after all and in her eyes I was ‘better’ than a fortnight prior.
Yet at that moment, her smile was mirrored by my frown.”

1.5. Possible reactions at the time of diagnosis

When the diagnosis is made, this is typically associated with a host of
negative emotions (see Fig. 2).
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Fig. 2. Possible Negative Reactions experienced by PWP when given the
Diagnosis of PD.
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1.6. Challenges in acceptance

Getting a PD diagnosis can take time to accept and represents one of
the first “transitions” in the journey of people with Parkinson’s (PWP)
[7,19,20]. An analysis of 20 studies looking at the subjective experience
of living with PD described challenges associated with disease aware-
ness, life disruption, adjustment, the fluid relationship with their
external environment and the changing self. The authors describe PD as
a transformative journey wherein the PWP uses strategies to stabilize
their changeable relationship with their external environment while
simultaneously redefining their concept of self [19,20].There is a
continuous process of adjustment of the concept of self by “discarding
old and re-discovering new activities and traits” that are central com-
ponents of a quality life. In one of the models of psychosocial adaptation
to chronic illness (the Disability Centrality Model) [21], Bishop contends
that when people lose the ability to engage in activities they deem
central to their well-being, they have poorer quality of life outcomes.
Many PWP describe getting the diagnosis almost akin to a traumatic
event such as the loss of a loved one [22,23].There may be stages like
those described in classic grief that a patient goes through. Shock,
anxiety, denial, depression and anger have been described as common
reactions to a chronic illness diagnosis, but questions persist regarding
whether they are linear or pendular and when in the process that they
occur [24]. Denial is among the most troublesome reactions as it can
lead to not seeking care or not following up with the health care team,
putting off starting a treatment that could improve day-to-day func-
tioning. Furthermore, it is important to start lifestyle measures (eg ex-
ercise) that could positively impact Parkinson; s disease symptoms.
There is still a debate whether lifestyle intervention can really postpone
milestones of disease progression [25]. In some communities where
there may be additional barriers of mistrust or language, these delays
can be magnified. We have seen that in some PWP who are African
American or Hispanic delays in seeking and “accepting” care can be
quite striking and may lead to a false perception of “non-compliance” on
the patient’s part and treatment biases that can then complicate the
doctor-patient rapport and lead to negative outcomes for these patients
[26]. See Fig. 2.

1.7. Uncertainty of future

Presentation and progression of PD is heterogeneous, resulting in
variability in the lived experience for each PWP. Because of this un-
certainty and patient’s inclination to compare themselves to their peers,
patients may catastrophize, which may result in significant anxiety. This
fear of the unknown or uncertainty of the future can be unsettling, and
unsuccessful coping strategies can lead to depression, demoralization
and a general unease about the future [27]. Though there may be ways
to predict prognosis and disease progression by assessing symptoms and
individual characteristics at certain stages of the disease (eg older age,
non-levodopa responsive motor symptoms, postural instability, cogni-
tive symptoms may have worse outcomes in general), whilst high-
lighting characteristics with better prognosis may be beneficial,
revealing negative predictors may not be desirable [28-30]. Further-
more, there is considerable variability in PD symptoms and progression
making predictions unreliable. Instead, there is a need to emphasize
individual variability to avoid comparison with other, often negative
images of PD and its progression. With our current knowledge, pre-
dicting progression is not recommended for the individual PWP (See
Fig. 3).

“Everyone’s Parkinson’s journey is different — the message needs to
be hammered home from day 1 to resist the human temptation to
compare with others”

However, the uncertainty in predicting the future may be unsettling
and difficult to accept.
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“I'was left disillusioned. I felt nobody could give me straight answers.
Trust in the medical profession was somewhat eroded. I think that’s
partly the reason it took me several years before I started partici-
pating in research and clinical trials”

The plethora of symptoms that can be present in early PD may not
have been associated with such a diagnosis, and revealing this associa-
tion may be beneficial and can come as somewhat of a relief.

1.8. Stigma

Difficulty in accepting the diagnosis is often also associated with the
stigma that is associated with PD. This is perhaps particularly so in
younger age groups and particular cultures.

1.8.1. Self-stigma

PWP have described feeling shame about their diagnosis. There may
be embarrassment about some of the symptoms and a decreased sense of
confidence. Many PWP keep their diagnosis a secret and may hide their
disease from even their closest loved ones and people they care about to
avoid feelings of inferiority. Hiding the disease may lead to guilt,
isolation and avoidance of social interactions. These negative reactions
can lead to increased self-hate and a lack of self-compassion. The
perceived change in the role in the family and in society can be stressful
especially in younger PWP as they may fear losing their job There may
be a fear that their spouse may leave them or that they will not be able to
provide financially for their family. Women have described feeling
inadequate due to an inability to perform domestic duties or act as a
caregiver for others [31]. They may feel a difference in their body image,
and women living with PD (WwP) have described a loss of femininity
[31,32]. Many family members have described feeling left out and cut
off from the person living with PD. It becomes the “elephant in the
room” — something that is never discussed. The PWP feels a tremendous
weight of their secret, and this can add to more stress and worse mental
health consequences. The loneliness and isolation created can have
devastating consequences such as depression and anxiety for the PWP
and for the people who love them [33,34].

“The isolation, the anger, the confusion, the sorrow, the mistrust, the
denial, all made worse and prolonged because of that traumatic
period. I became one of the silent majority in the PD community,
who shut off from the world for many years.”

The inaccurate assumption that PD only occurs in old age has the
further consequences of Ageism (discrimination against older members
of society) which contributes to the stigma associated with PD, and PWP
psychologically associate themselves with this stigmatized group.
Stigma increases isolation, which is associated with increased depres-
sion and anxiety that directly and negatively impact quality of life and
disease outcomes. Because of the stigma associated with PD, many PWP
who are doing well and thriving may not come forward to tell others
about their disease for fear of discrimination. The prevailing conception
of PD automatically focuses on the most severely affected cases and the
ones with the most significant disability, thus propagating stigma and
the associated negative reactions to those who do not fit the stereotype
[35].

1.8.2. False beliefs

Throughout the world, false beliefs persist that contribute to the
stigma of PD. In sub-Saharan Africa, PD symptoms have been attributed
to “witchcraft” or “curses” [36]. In Uganda, PD is believed to be both
contagious and a form of insanity [37,38]. Another misconception is
that PD is a disease that happens to people who have done something to
cause it. Perhaps there is a sense in society that the PWP is a drug abuser
or intoxicated [39]as those symptoms may mimic the motor symptoms
of PD. This stigma has been described more in younger PWP because
they do not fit the typical presentation of PD. As parkinsonian symptoms
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can occur as drug-induced phenomena in patients who are on antipsy-
chotics in people living with mental illness, there can be a negative as-
sociation with PD features. This stigma has been described more in
younger PWP because they do not fit the typical presentation. This sense
of devaluation by others or negative assumptions is “perceived stigma”
where the PWP may feel that they will encounter negative reactions from
people if their diagnosis is exposed. This stigma can lead to worse
self-esteem, depression, anxiety and less seeking of health care [40,41].

“It’s not my fault. It’s the luck of the draw. It’s not something I did or
didn’t do”

2. Communication of diagnosis

Many PWP have spoken about the day that they received their
diagnosis as a traumatic experience, some describing it as one of the
worst moments of their lives [10]. Many were alone when they received
the news and their recollection of that day is often of feeling hopeless,
demoralized and depressed. When a group of patients was surveyed
about the time of their diagnosis, 30% of patients were given the diag-
nosis during their first meeting with the doctor, 50 % felt it was given
with a lack of sensitivity, 12% didn’t feel that there was time for ques-
tions, 28% felt unable to ask questions at that visit and 50% of patients
reported that they were not given information about
non-pharmacological approaches such as physiotherapy or exercise
[10]. Too often, they left the office with just a prescription in hand and a
lack of understanding of other treatment options. Some have described
feeling disconnected from the person giving them the news. Whether
this was a reaction [42] to the news itself or a true recollection of the
events that took place, it is clear that we have to do better with deliv-
ering the diagnosis with compassion and providing supportive guidance
about next steps. The way the diagnosis is given may impact both quality
of life and satisfaction with care [10,43]. Flexibility and active listening
while patiently addressing patient questions is important but limited by
time constraints in many clinics and is unlikely to be sufficient partic-
ularly for those who were not expecting the diagnosis. Some patients
may not even know what to ask at this early stage, so it is imperative for
the clinician to guide them through this process and provide information
that can help them better understand the disease and the steps that lie
ahead.

“It wasn’t that I didn’t have time to ask questions at the initial
consultation, I was still processing, I was in shock. That vacuum was
subsequently filled by Dr Google which ultimately was to my
detriment”

2.1. Finding the right words

Whilst the limitations in time during consultations are typically
beyond what clinicians can control, using appropriate terminology at
the time of diagnosis is crucial, as being told that they have PD may for
some be equated with becoming wheelchair bound and early death [44].
There has been a concern that clinicians use terminology like the
“honeymoon phase” of PD which may be patronizing to PWP and un-
derestimate the true burden of getting the diagnosis [44]. Research from
patients with dementia indicate that it is critical for providers to balance
“truth telling” with “hope” [45]. Similar to people living with dementia,
there is an increased risk of suicide within the first 180 days of diagnosis
of PD [46]. Additionally, clinicians should avoid implicit language and
the use of euphemisms, relying on the patient to form interpretations
and draw their own conclusions, which may be problematic for many
patients [47,48]. Clear and considerate communication is essential to
ensure that the PWP understands what is being delivered and feels cared
for [49]. See Table 1.
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Fig. 3. Important considerations for giving the diagnosis of PD

2.2. What PWP want at diagnosis

Multiple factors have been proposed that help PWP to achieve good
quality of life [50]. They include quality healthcare delivered through a
patient-centered approach to address the most bothersome and im-
pactful symptoms [51,52].PwP want guidance on self-care regimens and
education for themselves, their families and health care professionals on
the disease, the symptoms, how to recognize them, new treatment op-
tions, coping strategies and available lifestyle choices. The information
needs to be clear and understandable and delivered in an honest and
transparent manner. They want support from family and community,
and central to both these relationships and good quality of life is the
ability to communicate without deficit and to feel accepted [53].

In studies with PWP, Schrag et al. found that patient satisfaction with
the diagnostic consultation was strongly associated withmore sensitive
delivery of diagnosis and the helpfulness of the information provided as
well as with the time provided to ask questions and the quantity of in-
formation provided [10,17,54,55].Some patients reported wanting to
know about their future possibilities while others felt it better not to
know about everything or to be exposed to more advanced symptoms in
patients at support groups. Patients wanted practical and positive in-
formation to manage day-to -day issues, wanted information on ap-
proaches outside of pharmaceutical management and especially valued
information on lifestyle approaches such as exercise, stress reduction
techniques, physiotherapy and diet [17].Although PWP and their fam-
ilies felt exercise could benefit general emotional well-being and phys-
ical health outside of PD, barriers to self-management such as exercise,
included hearing issues, being embarrassed or self-conscious of their
motor issues, a lack of resources, low self-efficacy and a lack of digital
skills. There was also a concern that their lack of digital skills could lead

to confidentiality breach or mistakes using telehealth or digital tech-
nology [10,17]. Patients were interested in information about more
integrative approaches including supplements, probiotics, CBD or
mucuna, but often did not bring this up with their doctors [17].

2.3. Bespoke cultural context

The difference in culturally specific needs must be taken into
consideration. There should be an emphasis on being culturally sensitive
as culture can significantly affect how people process, perceive and
respond to the news. PWP from diverse cultural backgrounds surveyed
in the UK wanted simple videos demonstrating instructions for PD
management translated into different languages and to see diverse [10]
representation in the PWP portrayed so that they could relate to people
who looked like them. Ensuring that communication aligns with the
cultural context can foster a more empathetic, respectful and positive
interaction thereby creating a safe and supportive environment to pro-
cess their PD diagnosis. Universally, patients were positive in their
outlook and were hopeful for a cure, which motivated them to partici-
pate in research [10].Patients reported that support from their family,
friends and faith-community was key. Referral to another PWP of the
same age group or an age-appropriate Parkinson Support group has also
been proposed [10].

Looking back now, so much of that prolonged diagnosis period
makes sense now. It’s wonderful what 10 years of hindsight gives
you. I wish I had ‘future me’ to guide me, during what proved to be
the most traumatic time in my PD journey ... and in my life.
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Table 1
Practical tips that can be helpful for the clinician in giving the diagnosis of PD
with hope and compassion.

Quiet Private Space

Adequate Time available

PWP Coming with Care partner/Confidante

Explore Knowledge/Expectations/Fears

Assess Perceptions/Stigma/False Beliefs

Assess Interest in getting Info- timely vs early?

Avoid overwhelming with information -consider spreading information over 2 or
more appts

Adjust to the person’s current situation, expectation and fears and be culturally
sensitive

Ask what they have Understood/Repeat

Provide written information and reliable information resources

Allow PWP and their family to express emotion/Give space for reactions

Normalize reactions of stigma, grief, shame, avoidance, demoralization

Respond with compassion and appropriate emotion-be present

Avoid being patronizing, using terms like “honeymoon”

Make PWP feel seen and heard

Proactively ask about concerns/questions in this early phase

Be Positive — Give Hope

Allow the PWP to have agency and to personalize their own hope

Foster curiosity and be open-minded

Educate around possible linked Mental health/Non-motor symptoms

Offer bespoke Wellness/lifestyle choices

Empower- Signpost options for Self-management

Assess resources/accessibility of lifestyle & wellness choices

Provide Structure/Stability/Schedule

Identify the point person of communication on medical team

Communicate with the Health Care Team especially the Primary Care Provider

Follow-up appointment 4-6 weeks and a clear plan for future follow up

Engage the Multidisciplinary Team

Communicate with the Health Care Team including Primary Care Explore and
consider the person’s support system

Stress the Importance of Social Support

Consider Referral to Support Group

Assess tele-resources of PWP- tech savviness/computer/internet

2.4. Delivering the diagnosis

“I’'ve begun to empathize with the messenger. What must it be like to
deliver the news and yet be unable to answer the most basic of

P

questions ‘why, how, when’.

From a clinician standpoint, there can be a reticence in giving bad
news. “Bad news” is defined as "situations where there is either a feeling
of no hope, a threat to a person’s mental or physical well-being, a risk of
upsetting an established lifestyle, or where a message is given which
conveys to an individual fewer choices in his or her life." [56]In other
disease states, it has been shown that bad news when communicated
poorly ends up causing confusion, long-term distress and resentment
and if done well, can enhance acceptance, adjustment and understand-
ing [56,57]. There has been more recent interest in delivering bad news
in neurology, and adoption into some guidelines, but most of our current
understanding is from the cancer literature [58-62]. More recently, in-
ternational recommendations for progressive neurological diagnoses
[63] have been published, for communication with patients and families
to be structured following validated models in the diagnosis. One such
example of such validated protocols is the SPIKES model [64], a six-step
protocol for delivering bad news designed for the clinicians in the
oncology setting, which has been recently adopted for PWP. There are
also some resources provided by charities on delivering the diagnosis of
PD (https://www.parkinsonseurope.org/latest/news/the-importance-
of-good-communication-in-a-parkinsons-diagnosis/), led by PwP’s ex-
periences and wishes. A recent review on delivering the diagnosis of PD
includes anecdotes and wisdom, and reviews some practical tips using
the SPIKES method of delivering the diagnosis [65,66].They included (i)
perception or previous experience with PD (ii) health literacy (iii) cul-
tural background and preferences (iv) ability to access specialized care
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(v) social support network as important.

General advice on delivering “Bad news” includes finding a quiet
place, ensuring adequate time and allowing/recommending for a care-
giver to be present [67]. This can be challenging in many clinical set-
tings and it may help to spread out the delivery of the news to a second
appointment where the patient is told to bring in a loved one, but in
person delivery is key. It is important to assess what the patient already
knows and to ask them if it is okay to deliver more information while
allowing them to dictate the flow of information. Instilling hope and
allowing the patient to express their discomfort and fear are critical.

2.5. A specific word on hope

Hope is a substantiated expectation that one can influence their own
future in a positive way [68,69].The concept of delivering hope that is
personalized to the patient and allowing them to be an agent of their
own hope has been discussed by Noordegraaf et al. with a strong patient
voice advocating for the following: “Sooner or later, PWP will need to
develop their own personalized hope narratives, with ingredients they
can feed themselves on a daily basis. For the beauty of hope is that it
simply cannot be delegated. Not without losing its form and strength.”
[70]They quote a person living with ALS “Once you put the re-
sponsibility of your fate in the hands of an outside force, you are out of
the game” [71]. They discuss utilitizing the Multidisciplinary team
(MDT), facilitating disease literacy and education, pointing to options
for self-management and having the clinician “sit back and tune in.”
They also discuss using diaries and wearable sensors in a way to track
disease and personalize self-management [72].

After the information is presented, it is helpful to assess patient un-
derstanding and then to re-iterate the message again at the end of the
visit. Providing the patient with a written summary of the points dis-
cussed is also valuable. Being culturally informed and providing support
that is mindful of language, resources of the patient, their ethnic back-
ground and religious beliefs is key. Patients have reported that they
would like information presented by someone who is truthful,
compassionate and caring [73].We may be able to learn from the de-
livery of a dementia diagnosis, to help guide better practices with PWP
[74]. Providing follow-up appointments in close proximity with a team
member to be available for questions and further sign-posting is
essential.

“I walked out of the hospital that day after the initial diagnosis, with
nothing other than a prescription in hand. I was left with no infor-
mation, no referral, no sign posting. Nothing.

I was given no advice on benefits of exercise or other holistic treat-
ments until many years later”

“Diagnosis is a process, not necessarily a single event or point in time.
For 1 in 3 diagnoses take over a year. Support services typically start
from point of final diagnosis, they should be available from initial /
suspected diagnosis”

2.6. Timely diagnosis

In a disease like PD, the notion of giving an early diagnosis may not
be the same as giving a “timely diagnosis” — this concept has been
explored in Alzheimer’s literature and has had some recent attention in
PD. “Timely” recognizes both the potential advantages and the disad-
vantages of an earlier diagnosis and respects the priorities and wishes of
the PWP as central to when this should occur. The decision about how
much or how little information to share with the patient should be
personalized collaboratively with the patient while considering the
PWP’s understanding of their condition, their goals, fears, potential
benefits and possible harms [54].The pillars of medical ethics including
autonomy, beneficence, non-maleficence and justice should be pre-
served [65].Accordingly, the lack of disease modifying therapy in the
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current treatment landscape leads to reliance on waiting to treat with
symptomatic therapies. Non-pharmacological approaches such as exer-
cise [75] pose an important option that may prove to be disease modi-
fying and may change the treatment landscape and would be an example
of beneficence supporting “early” diagnosis. On the other hand, the
non-maleficence approach may aim to delay diagnosis to delay the risk
of causing social or psychological harm through diagnosis. A review by
Rees et al. outlines the need to individualize the “time” of diagnosis for
the PWP ranging from some who would want to know as soon as possible
to some who would never want to know but emphasizing the prodromal
vs symptomatic timelines where the presence of disease modifying
therapies could make a big difference in the “timeliness.” [54].

2.7. The role of the clinician/multidisciplinary team

In the dialectical model described by Rutten et al. the role of the
neurologist and the allied health professionals are complementary [20].
They describe the neurologist as the educator and the other members of
the multidisciplinary team such as the nurse, psychologist or social
worker as supportive agents who help the PWP adjust to their diagnosis.
They also emphasize the reciprocity of the PWP and the clinician in
working together to redefine stability with the clinician helping to treat
symptoms and minimize disruption and the PWP being actively engaged
and giving input on what defines stability and their concept of self. They
conclude by saying that they “advocate for a multi-disciplinary treat-
ment approach for PD which is holistic, dynamic, and participatory.”
[20]Using a wellness approach where patients are empowered and given
structure in their lives through daily lifestyle choices is one way to allow
the patient to regain a sense of agency and control [76].Additionally,
there has been a call to remove terminology such as “honeymoon phase”
and for conversations between health care professionals and persons
with PD to be symmetrical and not patronizing. Alonso- Canovas et al.
feel that removing this term may lead to “more respectful and honest
communication with patients” and act as a reminder to physicians to
both clinicians to ask and PWP to not conceal, even unconsciously, their
problems at this early stage of disease [44].

Whilst regular and flexible appointments with an MDS or their team
would be desirable, many PWP do not have access to subspecialists in
movement disorders and many do not even see a neurologist for their PD
management for years into their disease. With the increased demands on
the health care system, shortage of providers and limited resources, it
becomes critical for patients and their families to become educated,
empowered and to advocate for themselves throughout the journey with
Parkinson’s, beginning with diagnosis.

The delivery of a PD diagnosis is a pivotal moment in the patient’s
journey, and its significance can not be overstated. The manner in which
the diagnosis is communicated has far-reaching implications for the
physical, emotional and psychological well-being of the patient
throughout their PD trajectory and for their lifetime. As such, it is
imperative for healthcare professionals to recognize the importance of
their role in delivering a PD diagnosis.Whilst we may not always get it
right, implementing patient-centered communication strategies such as
empathy, active listening and providing clear and complete information
can make a profound difference in how the diagnosis is received. As we
move forward in our efforts to improve the lives of PWP, a new life may
begin for the PWP with the diagnosis. By acknowledging the importance
of how the diagnosis is delivered, we take a critical step toward fostering
hope and improving quality of life for those affected.

The time has come for cautious hope instead of conservative
paternalism.

“My ‘D-Day’ experience shaped so much of the years that followed. It
contributed to my denial, my isolation and left me feeling helpless. It
haunts me to this day and i see it echoed amongst the newly diag-
nosed i meet now. Talk of a ‘honeymoon’ period just left me with a
sense that the clock was ticking. A countdown to a fate i couldn’t

Parkinsonism and Related Disorders xxx (xxxX) xXxx

control. Granted, there is no right way to deliver a Parkinson’s
diagnosis ..but surely we can do better than this.”
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