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Abstract. Parkinson’s disease (PD) poses a number of challenges for individuals, affecting them physically, mentally, emotion-
ally, and socially. The complex nature of PD necessitates empowering patients to address their unique needs and challenges,
fostering improved health outcomes and a better quality of life. Patient empowerment is a multifaceted concept crucial to
enhancing healthcare outcomes, particularly in chronic conditions such as PD. However, defining patient empowerment
presents challenges due to its varied interpretations across disciplines and individuals. Essential components include access
to information, development of self-care skills, and fostering a supportive environment. Strategies for patient empowerment
encompass health literacy, education, and shared decision-making within a trusted healthcare provider-patient relationship. In
PD, patient empowerment is crucial due to the disease’s phenotypic variability and subjective impact on quality of life. Patients
must navigate individualized treatment plans and advocate for their needs, given the absence of objective markers of disease
progression. Empowerment facilitates shared decision-making and enables patients to communicate their unique experiences
and management goals effectively. This paper provides a comprehensive overview of the dimensions and strategies associ-
ated with patient empowerment, its definition and the facilitators that are necessary, emphasizing its critical importance and
relevance in Parkinson’s management. At the end of this review is a personal perspective as one of the authors is a person
with lived experience.
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INTRODUCTION

Parkinson’s disease (PD) is a progressive neu-
rodegenerative disorder characterized by a complex
interplay of motor and non-motor symptoms, impact-
ing more than 6 million people globally, a number set
to double by 2040,1 posing significant challenges to
both patients and healthcare systems worldwide.

Although classified as such, PD is far from solely
a motor disorder; it encompasses a wide spectrum of
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non-motor symptoms such as cognitive impairment,
mood disturbances, sleep disturbances, autonomic
dysfunction, and sensory abnormalities, significantly
impacting the overall quality of life of affected
individuals—physically, mentally, emotionally, and
socially.

Despite decades of research, PD remains incur-
able, with current treatments focusing primarily on
alleviating symptoms and improving quality of life.
Moreover, the heterogeneous nature of PD presents
unique challenges in disease management, as indi-
viduals exhibit considerable variability in symptom
presentation, disease progression, and treatment
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response. And the degree of that impact varies from
person to person, depending on many factors—age,
symptoms, level of disability, complications, progno-
sis, socioeconomic pressures and other psychosocial
variables. This results in a significant challenge when
it comes to optimizing health care outcomes and as
such, quality of life for those living with this diagno-
sis.

In this context, the concept of patient empower-
ment emerges as a promising approach to optimize
PD care, a powerful and necessary determinant of
health behavior.2 Patient empowerment encompasses
the acquisition of knowledge, skills, motivation, and
self-awareness necessary for individuals to actively
participate in decision-making processes regarding
their health. By empowering patients to become
active partners in their care, healthcare providers
can enhance treatment adherence, improve symptom
management, and ultimately, promote better health
outcomes.

This paper aims to explore the dimensions and
strategies associated with patient empowerment in the
context of PD. By synthesizing insights from existing
literature and clinical practice, we seek to elucidate
the role of patient empowerment in enhancing PD
management and improving the overall quality of life
for individuals living with this challenging condition.

WHAT IS PATIENT EMPOWERMENT?

General “empowerment” movements have perme-
ated throughout society over the past few decades,
seeping their way through business, activist, sociopo-
litical, and educational contexts. In the field of
medicine, the concept of patient empowerment is
nebulous in its historical origins. In North Amer-
ica patient autonomy can be traced back to the 18th
and 19th centuries, as social attitudes shifted towards
individualism, prompting a desire for freedom and
individual rights in all aspects of life, including
health.3 This early iteration of the “patient empower-
ment” movement manifested as people putting more
focus on their everyday decisions and actions, to pre-
empt the need for medical attention. Since that time,
the definition of patient empowerment has expanded
and is now an important construct in the area of
chronic illness management.

A catch-all, notoriously difficult to define term,
“patient empowerment” may mean something differ-
ent not only depending on the field in which it is
fostered, or the individual being empowered, but also

to the researcher attempting to define it4 leading to a
broad range of definitions in the literature. Following
a metanalysis of 276 studies looking at the spectrum
of meanings given to the term patient empowerment,5

the authors of that review suggested a more compre-
hensive definition, describing this construct as “the
acquisition of motivation (self-awareness and attitude
through engagement) and ability (skills and knowl-
edge through enablement) that patients might use to
be involved or participate in decision-making, thus
creating an opportunity for higher levels of power in
their relationship with professionals”.

A multi-faceted concept, patient empowerment
encompasses many dimensions that must be present
in order to be successful. A patient’s state or their
“possession of knowledge, skills, attitudes and self-
awareness,” must be present to allow for the process
of making health-related choices and self-care.5

There also needs to be a process that allows the
patient to achieve that state, “a type of support
that enables and motivates people to take neces-
sary steps to manage and improve their health in
a self-directed manner.”6 or more simply part of a
“process through which people gain greater control
over decisions and actions affecting their health”.7

And lastly empowerment for patients requires an
opportunity to participate in shared decision-making
regarding health and to assume responsibility for self-
management5 or what the World Health Organization
(WHO) refers to as patient participation.

How can this best be achieved? When it comes
to strategies that facilitate patient empowerment
the WHO recognizes fundamental components that
individuals and communities need to develop to fos-
ter patient empowerment and the involvement of
patients in their own health care. These include access
to resources and acquisition of relevant informa-
tion, the development of skills required to act on
that knowledge and the presence of a facilitating
environment.7 Strategies to facilitate patient empow-
erment should therefore include health literacy and
education, cognitive interventions to support patient’s
skills and confidence and shared decision-making
through a trusted health care provider-patient rela-
tionship (Fig. 1).

HEALTH LITERACY AND EDUCATION

“Scientia potential est” is a Latin aphorism mean-
ing “knowledge itself is power”. Dating back to 1597,
Sir Francis Bacon was referring to the practical value
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Fig. 1. Dimensions and Strategies of Patient Empowerment in
Parkinson’s Disease Management. This diagram illustrates the
multifaceted nature of patient empowerment in Parkinson’s dis-
ease management. The three main sections depict Knowledge and
Education, Psychological Factors, and Physician-Patient Relation-
ship, each comprising specific components essential for promoting
patient-centered care and improving outcomes.

of learning and how sharing knowledge was the
cornerstone of influence. Sharing knowledge in the
setting of chronic disease should include information
about the disease itself – symptoms, pathophysiology,
prognosis, medical and surgical treatments (and their
potential risks) and most importantly, principles of
self-care. In fact, self-care proficiency can be a more
significant factor than disease or treatment knowl-
edge beyond the basic understanding, to enhance
patient empowerment in PD.8 This self-care knowl-
edge influences patients to become active participants
in their own care, taking control of variables such
as diet, exercise, sleep, stress management, symptom
and treatment tracking, all in an effort to positively
impact quality of life.9 This type of knowledge acqui-
sition does not rest in the realm of the health care
provider alone. Patients must become active par-
ticipants in this educational process, seeking out
resources, recognizing knowledge deficiencies and
asking relevant questions and particularly learning
about which variables are controllable and allow for
an improvement in life experience.

A recent study conducted in the UK, explored
the value of a therapeutic education for empow-
erment and engagement in patients with PD
which included information on motor complications,
nonmotor symptoms including gastrointestinal, neu-
ropsychological symptoms, autonomic dysfunction
and medication and rehabilitation management. Sup-
ported by an improvement in all quality of life
measures they found that those that participated in
the program, had a significant reduction in daily off
time compared with those that did not. There was also
an improvement in non-motor symptoms and func-
tional independence.10 In general, patient education
interventions seem to improve medical outcomes,
adherence to treatment plans and improved disease
self-management skills as needs evolve.

The purpose of empowerment-based education
is to teach critical thinking to patients that allows
them to participate in shared decision-making, when
assessing disease status and treatment options, to
make informed choices.11 For the provider this means
creating an educational program that is tailored to
each patient’s needs, their level of health literacy, and
their life priorities. Information that uses non-medical
terminology and encourages questions is also impor-
tant and must take into consideration an individual’s
psychosocial stressors and cultural influences. Using
effective communication techniques that will adapt
to the patient’s understanding is imperative and this
may be in the form of verbal, written or online
resources.12 With regards to online resources, health
care providers must also be vigilant that their patients
are using trusted and curated resources given the
immense amount of information, some of which may
be inaccurate, that is easily accessible to patients.

But knowledge is only part of the equation to
enhance patient empowerment. It was traditionally
thought that knowledge was the precedent to empow-
erment and that by increasing patient’s health literacy,
empowerment would naturally follow. However, it
seems that a high level of health literacy does not
presuppose increased empowerment.13

The Health Empowerment Model14 is predicated
on the concept that health empowerment does not
assume health literacy or vice versa and that both are
necessary to ensure the best health outcomes. Without
knowledge, people living with the disease may not be
positioned to make informed choices. When patients
lack empowerment or health literacy in any com-
bination, poorer health status will result compared
to the status of effective self-managers who have
both attributes.15 Missing both attributes may create
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high-needs patients that require complete physician
guidance, and knowledge without empowerment may
create similar dependence.

Although knowledge underpins empowerment, the
most concerning circumstance is, when that knowl-
edge is not always sufficient in those that feel
empowered.16 It is relevant to note that in some
instances, patient empowerment without adequate
information can result in a lower standard of care if
a patient’s desire runs opposite to a physician’s care
plan and can make a patient more comfortable in chal-
lenging medical advice with limited background in
the subject. Patient empowerment without the knowl-
edge needed to make informed health decisions can
in fact be inappropriate or even harmful.

Effective patient education interventions, tailored
to individual needs and delivered in accessible
formats, have shown promising results in improv-
ing quality of life and disease management. When
achieved, true patient empowerment, which includes
said relevant health literacy, results in better self-
management and self-care along with increased
quality of life.17 However, empowerment extends
beyond knowledge attainment, necessitating the
development of personal constructs such as self-
esteem and perceived control.

PATIENT SKILLS AND INDIVIDUAL
FACTORS IN EMPOWERMENT

And since empowerment can be a difficult concept
to measure directly, researchers often use associated
concepts such as self-efficiency, self-esteem, self-
efficacy, factors that patients have or develop as an
outcome measure for empowerment.18

Patients themselves have identified,15,19,20 a num-
ber of factors they consider important for their own
empowerment. Some are external or interpersonal
and necessary to help navigate the medical system
and others are more internal or individual, apply-
ing to daily life decisions and actions. Empowered
patients have an intrinsic sense of perceived control
and perceived competence.21 Perceived control can
be viewed as a patient’s belief that they are able to
make the decisions that are necessary regarding their
health. And perceived competence is the patient’s
belief that they can do what is needed and necessary to
implement those decision and take care of their own
health, that their own actions or interventions will
have a positive impact. Self-esteem is a part of that
intrinsic state, self-worth and self-value being impor-

tant factors that are positively correlated with patient
empowerment as is a sense of inner strength.17,22 This
results in patients believing they are able to change
life for better by making the right decisions regard-
ing their health, direct attention to self-care, better
lifestyle choices and less risky behavior.8

But that sense of perceived control and competence
is not always easy to attain. PD is a difficult diagnosis
to face given its inevitable progression, unrelenting
neurodegeneration with no cure in the near future. In
chronic illness, the burden of the potential challenges
that patients may face, can have devastating effects
on an individual’s identity and sense of continuity,
when compared to their sense of self and what they
believed their life trajectory could be prior to diag-
nosis. Patients often experience an intrinsic feeling
of insecurity in their personal identity and that psy-
chological stress of threatened sense of self must be
addressed to foster the development of an empowered
state.23

An important step in restructuring one’s self-
identity and seeing one’s continued value, involves
differentiating oneself from the disease, compart-
mentalizing and recognizing that the disease does not
define an individual but is an integral part of life.22

The ability to look beyond the disease and differ-
entiating oneself from the diagnosis is an important
step in restructuring one’s self-identity and seeing
one’s continued value.23 Part of psychological cop-
ing, accepting, or framing this illness, is developing
an outlook and the necessary skills in the context of
personal, family, cultural and spiritual beliefs.

Along with differentiating themselves from the
diagnosis there needs to be an acknowledgement
and integration of the likely functional boundaries
that the disease places, in order for patients to feel
empowered. PD is one of neurodegeneration, and the
challenges that it brings to the lives of those diag-
nosed, is relentlessly progressive. It may take some
work on the part of the patient and sometimes with
counseling from a health care professional, to re-
identify and renew a sense of self in the new context
of illness.23

A strong support system is also identified as an
important factor in patient empowerment, from loved
ones to peers. That feeling of not being alone, being
able to depend on family and friends for daily phys-
ical and emotional support lends to the feeling of
empowerment as does the support of others who
either understand or who themselves have experi-
enced similar life challenges. And participating in
meaningful activities outside of illness management,
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can also be empowering. Feeling useful, being part
of the community and having a sense of purpose can
act to counter the stigmatized view of disability that
many patients hold.

PHYSICIAN-PATIENT RELATIONSHIP

Although evolving, the relationship between
doctor and patient has traditionally been rather pater-
nalistic. This “medical model” of health care consists
of evaluating symptoms and complaints, prescribing
treatments, and assessing outcomes—typically with
a doctor or some other highly trained professional
making the decisions.24 Simply put, the role of the
professional is to decide; the role of the patient is to
comply with the decisions of the professional.

This traditional process of disease management is
driven by the clinician, and the lack of options and
consultation leaves patients feeling disempowered in
their own care.25 Current care practices tend to be
more reactive than proactive, often lack continuity of
care and are not often personalized, based on spe-
cific needs and a collaborative relationship between
people living with the disease and their healthcare
team.2 It essentially delegitimizes the patient’s role
in management of their health and legitimacy is of
utmost importance with regards to patient interac-
tions with healthcare providers. Patients do not want
to be objectified in the context of their disease but
seen as a whole person, experts in their own illness
journey and want to be respectfully recognized, with
their concerns and observations, validated through
active listening, acknowledgement, authenticity, and
encouragement.26

As stated by Anderson et al.11 when speaking to
diabetes care “We believe that HCPs are responsible
for helping patients achieve their goals, and overcome
barriers through education, appropriate care recom-
mendations, expert advice, self-reflection and social
and self-management support.” It is the goal of the
HCP (healthcare professional) to provide the patient
with the knowledge that they need to make informed
decisions about their health in the context of their
own life experience. Empowerment is not something
that can be given to a patient, but through appropriate
education and thoughtful interaction, it is something
that the HCP and team can facilitate or help develop
and create.17 That is critical to patient empowerment
and forms the natural basis of patient-centered care.

Person-centered care is more in line with patient
empowerment, putting people in the center of care

plan development, working collaboratively, taking
into consideration their context, their history, their
family, and individual strengths, and weaknesses.27

It also means a shift from viewing the patient as
a passive target of a healthcare system to another
model where the patient is an active part in his
or her care and decision-making. Person-centered
approaches emphasize the importance not just of
diagnoses and physical and medical needs but also
of social, mental, emotional, and spiritual needs; see-
ing the world from the perspective of the person
with the condition being treated; applying knowledge
of the individual (biological, behavioral, biographi-
cal, and social aspects) to tailor care through shared
decision-making. Because although physicians may
know what is best for a patient’s disease, they may in
fact be unaware of what is important in the context
of that individual’s life.11

There are also many factors that exist outside the
healthcare sphere that can impact the level of empow-
erment a patient feels inside of it, such as cultural
background, economic status, gender, past experi-
ence with the medical system and personal resources.
To not address these and instead focus solely on
the brief moments a patient may spend in a hos-
pital or with a physician is to neglect the majority
of background that inevitably contributes to how a
patient approaches management recommendations.
For patients to feel empowered to collaborate, there
must be a trusting and respectful relationship between
themselves and their medical professional.

If a basic idea of what empowerment is can be
described as “a redistribution of power from the pow-
erful to the powerless”, then patient empowerment
in a medical context involves a shift in the balance
of power between health care provider and patient,
resulting in increased patient autonomy; a redistri-
bution of power between physician and patients.
This shift in control increases patient participation
in health-related decisions in order to improve health
outcomes.28 What exactly this entails is extremely
individual to each patient, which explains why it is
so difficult to implement on a structural level. For
some patients it is enough to be more medically
informed to feel empowered, for others, it involves
decision-making on every level. For some, empow-
erment might mean a trusted family member taking
over for care and decision-making. Generally, it is not
about the actual decision being made as much as it
is about the patient’s ability to decide the degree to
which they would like to participate in the decision-
making process.
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Integrated models of care are being developed with
these factors in mind, to enhance healthcare deliv-
ery using a person-centered perspective, prioritizing
empowerment thereby improving quality of life for
patients.29 For example, health care professionals
from the UK and Netherlands worked together to
propose PRIME (Proactive and Integrated Manage-
ment and Empowerment) in PD, a model of care
to manage problems proactively, to provide multi-
disciplinary care and most importantly to empower
patients and those that care for them.30 ParkinsonNet
in the Netherlands is another example of an integrated
care model providing multidisciplinary collabora-
tion, specially trained professionals, and again patient
empowerment through educational programming,
online support communities and including the patient
voice in research.31 Moving forward, efforts to pro-
mote patient empowerment in PD should prioritize
the development and implementation of integrated
care models that facilitate proactive management,
multidisciplinary collaboration, and person-centered
approaches.

ONE PATIENT’S PERSPECTIVE: WHY IS
PATIENT EMPOWERMENT IMPORTANT
IN PARKINSON’S DISEASE?

Empowerment is not a disease specific con-
struct but patient empowerment in general is a
well-established predictor of several patient health
outcomes. Improved disease management and patient
satisfaction result from being involved in dis-
ease management decisions32 and effective use of
health services and improved health status are also
benefits15 in part due to medication adherence which
is shown to be improved with patient-physician col-
laboration. But those of us living with the challenges
of PD are also uniquely positioned to benefit from its
tenets, given some of the particular challenges that
we as patients and our healthcare team, face.

First and foremost, this is a disease of phenotypic
variability. There is a saying in the PD community “If
you’ve met one person with Parkinson’s, you’ve met
one person with Parkinson’s”. People living with PD
differ in terms of age and stage of life at diagnosis,
symptoms, complications, response and side effects
to medications, progression of illness and prognosis.
This disparateness in disease manifestation makes
it difficult to develop care plans that are universal,
as each of us requires our own treatment based on
our individual needs, challenges and other factors

related to our care resources. As patients, we must be
able to identify those unique needs and challenges as
well as have understanding of the disease and treat-
ment options in order to change self-care or make
informed decisions regarding treatment. This process
of self-care and change in action based on knowledge
facilitated by a mutual and trusting physician – patient
relationship17 is crucial to patient empowerment.

There is also no measurable, objective marker of
progression or response to treatment. Our current
way of assessing this disease instead is primarily a
mix of clinical judgment, scaled rating scores, and
retrospective patient reporting. It really is merely a
static snapshot in an artificial clinic setting, of the
patient’s condition as opposed to objective measure-
ment of symptoms that are inherently variable. Until
the development of an accurate classification sys-
tem that includes objective biomarkers, which would
lead to more accurate diagnosis, inform staging and
disease trajectory, predict future complications and
conclusively direct personalized therapies, we must
be empowered as people living with this disease to
advocate for our care. Because our narrative and accu-
rate communication of our disease state will guide the
management decisions that are made.

The impact of this disease on daily and life goals
and the degree of disability is also best measured
over time in the context of the patient’s own life.
Gender, cultural, geographic, socioeconomic factors
and how they influence the experience of this dis-
ease, are impactful. And their significance and the
communication of that impact is best understood
and communicated by the patient, not necessarily
assumed to be understood by the health care provider.
In other words, the burden of the disease on personal
life experience is within the scope of the patient,
not necessarily the clinician. Therefore, the ability
as a patient to understand, recognize and communi-
cate the repercussions this disease is having on their
life experience, and knowledgeably discuss potential
treatments in a trusted health care environment, is
vital.

Much like the disease, those management goals
to improve quality of life will vary from person to
person. For some patients this may mean improved
mobility to safely navigate their home environment.
For others their management goals may include
returning to vigorous exercise and sports. Both goals
will lead to an improvement in quality of life for that
particular individual. Therefore, management must
be more in the hands of those affected as only we
are aware of what unique and subjective targets, if
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addressed, will lead to an improvement in our qual-
ity of life. And until there is a disease modifying
treatment, efforts must be directed towards quality
of life.33

The unique presentation of PD, the individual qual-
ity of life goals, influencing psychosocial factors that
we experience, and the lack of an objective marker
to target, are all cumulative and make PD difficult
to manage without a partnership based on patient
empowerment. Partnering to ensure appropriate and
realistic management decisions cannot be made with-
out the recognition and communication of the impact
of this disease as well as the knowledge that would
be required for shared decision-making.

The significance of patient empowerment in PD
lies in its capacity to address the challenges posed
by the disease’s phenotypic variability, subjective
impact on quality of life, and absence of objec-
tive markers for disease progression. Empowered
patients are better equipped to navigate individual-
ized treatment plans, advocate for their needs, and
communicate their unique experiences and manage-
ment goals effectively.

CONCLUSION

Patient empowerment emerges as a pivotal
paradigm in enhancing healthcare outcomes, partic-
ularly in the context of chronic conditions like PD,
a challenging, debilitating disease with a significant
impact on quality of life for those living with this
condition.

Patient empowerment is not a singular concept
but a multifaceted construct encompassing moti-
vation, knowledge acquisition, self-awareness, and
active participation in collaborative health care prac-
tices, as in shared decision making. It represents a
cornerstone of effective PD management, offering
a pathway towards more personalized, collabora-
tive, and holistic approaches to care delivery. The
power of empowerment-based care lies in facilitat-
ing change and supporting patients through education
and self-reflection in order to make decisions regard-
ing their self-care and disease management through
trusted, collaborative and respectful guidance; to cre-
ate those resources and methods of practice that foster
health literacy and knowledge. As research and clin-
ical practices continue to evolve, fostering patient
empowerment must remain a central focus to ensure
comprehensive and patient-centered care for individ-
uals living with PD. Thus, leading to enhanced health

outcomes and ultimately optimizing quality of life for
those living with this debilitating condition.
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