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Living With a Person Who Has Parkinson’s Disease:

The Spouse’s Perspective by Stage of Disease Caregiver burden in PD is not
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The Iceberg of Parkinson's Disease

Clinical medicine treats the visible. The invisible drives the burden.

Tremors
Rigidity
Motor Complications What we
Physical Disability HEALTH
THE CLINICAL SETTING (WATERLINE) PROFESSIONALS

hAEEEEEN EEA I | T~ canlearnfrom
~ the caregivers??

Apathy |[<—

Agitation & Delusion
Caregiver Depression
Psychological Distress The Narrative Shift:
Q

We assume physical disability drives

burden. However, meta-analysis of 30,000+
dyads reveals a radically different reality.
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01 Getting to know the
caregiver and their story

03

The emotional impact of

05 Support network and
relationships with healthcare
professionals

02

The day-to-day experience of

04

Strategies for coping with

o6 What they can say to health
professionals or other
caregivers
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CASE 1:

Patient 83 Years old, 14 Years of
disease

H&Y 4

Motor symptoms: rigidity, falls,
physical disability.

Dementia (lost of independency)

Dysphagia

Dysarthria

KeyPoints:

Never receive support
or information from
health professionals

brain »
.sciences @’5)

Article

Neuropsychiatric Symptoms in Parkinson’s Disease Patients
Are Associated with Reduced Health-Related Quality of Life
and Increased Caregiver Burden

Hannah von Eichel ', Johanne Heine !*, Florian Wegner !, Sophia Rogozinski !, Stephanie Stiel 2,
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Cognitive changes mangﬁ'nTc?t%sé‘gsésﬂ?éAﬁEeDe‘ﬁ'?BPgﬁB%%ision and assistance.

COGNITIVE IMPAIRMENT MILD COGNITIVE CHANGES
Dementia is associated with Mild cognitive impairment may also
greater caregiver burden and increase burden; the impact is not
poorer caregiver quality of life. limited to dementia stages.

The Parkinson'’s Care Ecosystem Synthesized

Patient Sphere:
The Triggers

Ci iver Sphere:

The i g
(The Buffers/Modifiers) The Amplifiers

Consider non-motor symptoms when

assessing the impact on caregivers. s —
*Depression and anxiety cang o
*Hallucinations, confusion, and psychosis
-Apathy and other behavioral symptoms -

Core Synthesis: Caregiver burden is a multidimensional phenomenon. It is not caused by lifting a physically disabled
patient; it is caused by navigating an emotionally altered patient while managing one’s own deteriorating mental health.

m GerminiNotabook
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FACTORS ASSOCIATED WITH BURDEN

Caregiver burden tends to be greater when disease severity and functional disability increase.

EARLIER STAGE GREATER ADVANCED DISEASE
| DISABILITY

Care demands may be The need for Caregiver burden tends

lower. assistance increases. to be greater.

The Unseen Symptoms: Neuropsychiatric

inventory drives the heaviest toll. e
z Motor, cognitive, and

g et Agtation psychiatric symptoms also

(r=042) shape the caregiver

The Patient .
oA experience.

Anxiety
(r=10:84)

Pain
Apathy (r=014)

(r=0.36)

Key Insight: Symptoms that disrupt emotional reciprocity
and daily behavioral routines are vastly more taxing than
those requiring purely physical assistance.
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Keypoints:

Man as a caregiver
CASE 2

Patient FEMALE
Hard time to get the right
diagnosis

5 Years of disease (diagnosis)
H&Y 2

DBS — 1 year ago

Falls (had to go more than
once to the hospital)

Hard time to programming
DBS (change neurologist 3
times)
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Listening to the caregiver perspective

THE PERSON THE EXPERIENCE THE NEEDS

Who is the caregiver How does care shape What support is

beyond the caregiving daily routines, available, what is

role? What matters in relationships, emotions, missing, and what should
their own life? and well-being? change?

Core principle: the patient and caregiver should
be considered together.
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Limited support may be associated with greater burden and
PROTECTIVE FACTORS

exposure to daily demands.

WHEN SUPPORT IS LIMITED SUPPORT RESOURCES
Caregivers may face greater Family and social networks; respite
demands with fewer opportunities breaks; psychoeducation; training;
for relief. caregiver-focused interventions.

SupIgahalisUe peses ity oburior 1 teitgive foliamitiangeds.

SMEREL

condicions
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CASE 3

Patient 66

9 Years of disease
H&Y 3

Dysarthia
Dyskinisia

OVERALL HEALTH

Caregiver burden is
associated with
poorer health
indicators.
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Caregiving has an impact

CAREGIVER BURDEN QUALITY OF LIFE PSYCHOLOGICAL
DISTRESS

Care demands and Greater burden is Distress is particularly

disability may increase associated with poorer relevant alongside motor,

as Parkinson’s disease caregiver quality of life cognitive, and

progresses. and well-being. neuropsychiatric

symptoms.
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The ‘Mind Over Motor’ Revelation: Psychological
factors dominate caregiver burden.

The clinical assumption
is inverted. The visible

. physical decline is vastly
overshadowed by the
invisible psychological
weight.

Neuropsychiatric Symptoms

Caregiver Psychological Distress

Disease Stage

Motor Symptoms (Overall)

Motor Complications

A Gemini Notebook
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aregiver-tocused interventions

The evidence identifies useful or promising approaches; responses may vary across caregivers.

Psychoeducation Training

Information and guidance about Skills for specific caregiving demands.
Parkinson’s disease and caregiving.

Cognitive behavioral therapy Respite and social support

A promising approach to distress and Reduce continuous demands and
burden. strengthen resources.
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Navigating Caregiver Burden in Parkinson’s Disease

Caregiver burden in Parkinson's disease increases significantly as motor disability, cognitive decline, and neuropsychiatric symptoms worsen in patients. Addressing
caregiver well-being requires a dual appraach combining routine screening, structured training, psychological support, and social resources alongside patient care.

Primary Drivers of Caregiver Burden

Disease Severity &
Cognitive Decline

Advanced motor impairment and
dementia are leading predictors of
increased caregiver strain,

Patient
Y Neuropsychiatric
7 Symptoms

Depression, anxiety, psychosis,

distress.

Caregiver Mental
Health & Isolation

Pre-existing caregiver distress
and lack of social support further
exacerbate overall burden.

and hallucinations significantly
heighten caregiver psychological

Evidence-Based Support & Interventions

Integrated Dual
Care Model

Effective interventions simultaneously
target patient symptom management
and caregiver mental health.

Routine Screening
& Assessment

Clinical care should systematically
screen caregivers for depression,
strain, and coping capacity.

Targeted
Education & CBT
Psychoeducation, cognitive
behavioral therapy, and skills

training effectively reduce
caregiver strain.

M Gemini Notebook
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The patient and caregiver 1. ROUtiner screen for

should be considered caregiver burden and
together. distress.

2. Recognize caregiver

i health and well-being as

N , , part of comprehensive
Redefining standard practice for Parkinson’s care
The Old Paradigm vs. The New Paradigm care.

3. Assess the patient’s
e et b e e b moto r cogn itive, and
I

;rc‘j?visduubajfm The Patient as an isolated gr;e:esglij\kl)(j:?; ;’::sf:;leyad (Patient + n e u ro p Sy C h I atrl C

I

Caregiver Role: Viewed as an invisible, Caregiver Role: Recognized as a highly Sym pto m S

limitless resource. vulnerable second patient requiring care.

I

menenion s oane |4, [ntegrate caregiver
——  support Into the
management of patient
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Recommendations for practice

Translate evidence into an individualized understanding of family needs.

*Routinely screen for caregiver burden and distress.
*Assess the patient’s motor, cognitive, and neuropsychiatric symptoms.
*Prioritize families facing advanced disease, cognitive impairment, or psychosis.
Integrate caregiver support into the management of patient symptoms.
*Recognize caregiver health and well-being as part of comprehensive care.

Redefining standard practice for Parkinson’s care
The Old Paradigm vs. The New Paradigm

The Old Paradigm

\
Primary Focus: Motor symptoms and
physical disability.
The Subject: The Patient as an isolated
individual.

|
Caregiver Role: Viewed as an invisible,
limitless resource.

\

Intervention: Medication titration for
physical tremors.

The New Paradigm

Primary Focus: Neuropsychiatric symptoms
(NPI) and psychological distress.

The Subject: The Care Dyad (Patient +
Caregiver ecosystem).

[
| Caregiver Role: Recognized as a highly

vulnerable second patient requiring care.
|

Intervention: Integrated care, routine
mental health screening for the dyad.

™ Gemini Notebook

The patient and
caregiver should
be considered
together.
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