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Caregiver burden in PD is not 
new !!
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What we 
HEALTH 
PROFESSIONALS
can learn from 
the caregivers??



01 Getting to know the 
caregiver and their story

02

The day-to-day experience of 
caregiving

03

The emotional impact of 
caregiving

04

Strategies for coping with 
challenges

05 Support network and 
relationships with healthcare 
professionals

06 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 



FACTORS ASSOCIATED WITH BURDENCognitive changes may increase the need for supervision and assistance.

COGNITIVE IMPAIRMENT

Dementia is associated with 
greater caregiver burden and 
poorer caregiver quality of life.

MILD COGNITIVE CHANGES

Mild cognitive impairment may also 
increase burden; the impact is not 
limited to dementia stages.

Consider non-motor symptoms when 
assessing the impact on caregivers.

•Depression and anxiety
•Hallucinations, confusion, and psychosis
•Apathy and other behavioral symptoms
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FACTORS ASSOCIATED WITH BURDEN
Caregiver burden tends to be greater when disease severity and functional disability increase.

EARLIER STAGE

Care demands may be 
lower.

GREATER 
DISABILITY
The need for 
assistance increases.

ADVANCED DISEASE

Caregiver burden tends 
to be greater.

Motor, cognitive, and 
psychiatric symptoms also 

shape the caregiver 
experience.
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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)

Keypoints:
Man as a caregiver



Listening to the caregiver perspective.

THE PERSON

Who is the caregiver 
beyond the caregiving 
role? What matters in 
their own life?

THE EXPERIENCE

How does care shape 
daily routines, 
relationships, emotions, 
and well-being?

THE NEEDS

What support is 
available, what is 
missing, and what should 
change?

Core principle: the patient and caregiver should 
be considered together.
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PROTECTIVE FACTORS

Social support may buffer caregiver burden

Limited support may be associated with greater burden and 
exposure to daily demands.

WHEN SUPPORT IS LIMITED

Caregivers may face greater 
demands with fewer opportunities 
for relief.

SUPPORT RESOURCES

Family and social networks; respite 
breaks; psychoeducation; training; 
caregiver-focused interventions.

Support should be accessible, ongoing, and tailored to family needs.
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Financial 
condicions



 

MDS-PAS From Guidelines to Action: Movement Disorders 
Care Through Regional and Multidisciplinary 
Collaboration

CASE 3
Patient 66
9 Years of disease 
H&Y 3

Dysarthia
Dyskinisia

OVERALL HEALTH

Caregiver burden is 
associated with 
poorer health 
indicators.



Caregiving has an impact

Do we have time to listen our caregivers’ patients:

Caregivers commonly report burden, poorer quality of life, and 
psychological distress.

CAREGIVER BURDEN

Care demands and 
disability may increase 
as Parkinson’s disease 
progresses.

QUALITY OF LIFE

Greater burden is 
associated with poorer 
caregiver quality of life 
and well-being.

PSYCHOLOGICAL 
DISTRESS
Distress is particularly 
relevant alongside motor, 
cognitive, and 
neuropsychiatric 
symptoms.
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PRACTICAL IMPLICATIONS

Caregiver-focused interventions
The evidence identifies useful or promising approaches; responses may vary across caregivers.

Psychoeducation

Information and guidance about 
Parkinson’s disease and caregiving.

Training

Skills for specific caregiving demands.

Cognitive behavioral therapy

A promising approach to distress and 
burden.

Respite and social support

Reduce continuous demands and 
strengthen resources.
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1. Routinely screen for 
caregiver burden and 
distress.

2. Recognize caregiver 
health and well-being as 
part of comprehensive 
care.

3. Assess the patient’s 
motor, cognitive, and 
neuropsychiatric 
symptoms.

4. Integrate caregiver 
support into the 
management of patient 
symptoms.
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The patient and caregiver 
should be considered 
together.



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.

The patient and 
caregiver should 

be considered 
together.
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What We Should Know 
from the Caregiver 

Perspective

Thank you!!

Contact: molchik@hcpa.edu.br
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