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Lewy Who? 
Understanding the Relationship Between 

PD & Lewy Body Dementia



“Normal” Aging
Mild changes in attention 
and short-term memory

Minor word-finding difficulty

Mild Cognitive 
Impairment

More changes than 
expected for aging, but still 
fully independent day-to-

day

Dementia
Changes significant 

enough to impact daily 
function and level of 

independence



FRONTOTEMPORAL 
10-15%

1.4 million Americans



What’s in a name?

Dementia with 
Lewy Bodies

DLB or 
LBD?

Lewy Body 
Dementia

Parkinson’s 
Disease

ParkinsonismLewy Body 
Disease

Diffuse Lewy 
Body Disease

Parkinson’s 
Disease 

Dementia
Parkinson’s 

Disease 
Mild Cognitive 

Impairment

Mild Cognitive 
Impairment 

Lewy Bodies



Vocabulary of Lewy Body Dementia

o Lewy body dementia
• Parkinson’s disease with dementia (PDD)
• Dementia with Lewy bodies (DLB)



Vocabulary of Lewy Body Disease

o Lewy body disease
• Pathologic diagnosis
• Microscopic evidence of Lewy bodies and neuronal loss
• Different brain locations



Lewy who? 

Holdorff et al., Jrl Neural Transmission 2013 



“One Year Rule”
Lewy Body 
Dementia 

(LBD)

Parkinson’s 
disease dementia 

(PDD)

Development of dementia in 
the setting of well-established 

Parkinson’s disease 

Dementia with 
Lewy bodies 

(DLB)

Development of dementia at 
same time or prior to 

parkinsonism 

McKeith et al., 2017



Diagnosing Lewy Body Dementia

oParkinson’s disease dementia (PDD):
• Importance to screen for and monitor cognition
• With advancing disease, up to 80% of people with 

Parkinson’s disease may develop dementia in their lifetime
 Risk is 4-6 times higher than in those without Parkinson’s disease

• PDD may be preceded by a stage of “mild cognitive 
impairment” or PD-MCI



Diagnosing Lewy Body Dementia

oDementia with Lewy bodies (DLB):
• Under-recognized and under-diagnosed
• On average, takes 18 months and 3 doctors to receive 

correct diagnosis
 DLB is the most misdiagnosed form of dementia
 DLB is the most expensive form of dementia



Dementia with Lewy Bodies

To diagnose someone with DLB, there must be enough cognitive decline to 
impair daily activities, plus two of the following features:

Parkinsonism

• Slowness
• Stiffness

• Shakiness

Visual 
Hallucinations
• Well-formed, 

complex 
visions

• People 
and/or 

animals

REM Behavior 
Disorder

• Acting out 
dreams

• Can occur 
decades 

before other 
symptoms

Cognitive 
Fluctuations
• Changes in 

level of 
alertness or 

arousal
• “Zoning out”

All of these symptoms can also occur in 
Parkinson’s disease



Dementia with Lewy Bodies
If there is only one core clinical feature, then additional 

testing may be ordered:

DaTscan Sleep Study MIBG 

All of these tests can also be abnormal in 
Parkinson’s disease



Clinical features

LBD

Cognitive

Sleep

Autonomic

Sensory

Motor

Neuro-
psychiatric



Lumper or splitter…?

McKusick 1969, keywordbasket.com



oSimilarities

oNeurodegeneration with 
abnormal alpha-synuclein 
protein

oClinical features

oSome differences

oTemporal sequence 

oTime course

oMedication responses

DLB and PDD – similarities and differences



Management

oSymptom-based 
• Motor, Cognitive, Neuropsychiatric, 

Sleep, Autonomic, Sensory
oMedications
oNon-pharmacological
oRehabilitation therapies
oPsychosocial
oResearch



Knowledge is power

oNot everyone with LBD will have the same symptoms
oThese topics can be difficult to talk about or hear about
oAccurate definitions, diagnoses, and information are important
oManagement strategies, team care, and research can make a difference 



Symptom FDA approved Medication

Dementia √ Rivastigmine for PDD
Donepezil for DLB in Japan 

Mild cognitive impairment -

Psychosis √ Pimavanserin for PDP

Depression -

Anxiety -

Apathy -

REM Behavior Disorder -

Autonomic symptoms -



Management of cognitive problems

o Objective assessments (baseline, serial)
o Exclude other causes, especially if acute (infections, mood, etc)
o Review medications 

o Consider medications for dementia
• Donepezil, rivastigmine, galantamine
• Memantine

o Non-pharmacological strategies 
o Assess driving, work, safety at home
o Address adjustments and psychosocial impact for patient and 

caregiver

o Recognize and address cognitive fluctuations



Management of psychosis

oPsychosis = illusions, hallucinations, delusions

oTreat underlying medical illness, if needed
oDiscontinue medications that may exacerbate hallucinations
oReduce or discontinue parkinsonian meds

oNon-pharmacologic strategies

oMedications: antipsychotics or potentially cholinesterase inhibitors
• Pimavanserin, quetiapine, clozapine

oAVOID dopamine blocking meds*



Management of mood/behavior issues

oDepression, anxiety
oAgitation or aggression
oApathy

oScreening and monitoring
oMedications
oCognitive behavioral therapy
oPsychosocial support
oNon-pharmacological strategies



Management of motor parkinsonism

oRole for parkinsonian medications (e.g., levodopa)
oNeed for monitoring carefully and balancing the “motor and mental” functions

oNon-pharmacological therapies
oPhysical therapy and rehabilitation
oExercise

oReducing fall and injury risk
oHome safety  



Management of sleep disorders

oREM behavior disorder and night-time sleep issues
• Medications
• Bedroom environment and safety

oDaytime sleepiness – and also fatigue
• Often associated with cognitive impairment and other 

neuropsychiatric symptoms
• Medications
• Non-pharmacological strategies 

Chan et al., 2018



Management of autonomic symptoms

oOrthostatic hypotension
oBladder dysfunction
oConstipation
oAmong others

oMedications
oNon-pharmacological strategies



Focusing on preserved strengths 
(rather than just on what is lost or 
changed). 

Independently 

With 
Accommodations

With 
Assistance 



Some take home points

oHaving a diagnosis can be helpful and provide clarity
oLBD does not define a person, although it may be part of their life
oKeep a positive attitude
oCreate a personalized action plan that includes drug and non-drug 

approaches, with the support of your doctor and family
oFind your care team
oSeek out support and resources.
oKeep up physical and mental activities, while being mindful of safety. 
oBelieve you are doing the best you can, and know that you are not 

alone



People who have been given this diagnosis can still 
contribute, learn, and live a meaningful life. They also 
still have a voice even if they cannot communicate it in 

the way they could before. 

Please remember that dementia is a disease not a 
personality trait.

Michael Belleville, Living with LBD
Artwork by Michael Belleville

Mayo Clinic on Alzheimer's Disease and Other Dementias: A guide for people with dementia and those who care for them © 2020



Thank You



It Takes a Village: 
The Role of Therapies in 
Lewy Body Dementia
Julia Wood MOT, OTR/L (Occupational Therapist)
Director of Professional & Community Education



Evidence for Therapy

“There are no formal studies evaluating the efficacy of therapy in 
individuals with DLB, but physical therapy, occupational therapy, speech 

therapy, and swallow evaluations are likely beneficial clinically for 
helping mobility, addressing fall risk and fall prevention, identifying 

helpful resources to assist function (e.g. shower bars, commodes, and 
bed rails), and addressing dysphagia (swallowing difficulties).” 

(Armstrong, 2021)
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Fall Risk in DLB

• The onset of recurrent falling is much shorter in DLB than PD
• There is a far greater fall risk and shorter time period from diagnosis to 

recurrent falls in DLB than AD
• Those with PDD & DLB have an increased falls risk and poorer scores on 

walking and balance measures than those with AD
• More severe parkinsonism (slowness, stiffness, shakiness) is associated with 

increased falls in DLB
• Abnormalities in walking and balance are linked with increasing falls risk in 

DLB
(Joza et al., 2020)
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Goal‐orientated 
cognitive 

rehabilitation for 
dementias 

associated with 
Parkinson's 

disease―A pilot 
randomized 

controlled trial
(Hindle, Watermeyer, 

Roberts, Brand, Hoare, Martyr, & 
Clare, 2018)

Objective: To examine the appropriateness of 
goal oriented cognitive rehabilitation (CR) for 
people with dementia associated with 
Parkinson’s disease.

After goal setting, participants were randomized to one 
of 3 groups:

1. Goal Oriented Cognitive Rehabilitation

2.  Relaxation therapy 

3. Treatment as usual group

Primary outcomes: Rating of goal attainment and 
satisfaction with goal attainment.

Secondary outcomes: QOL, mood, cognition, health 
status, everyday functioning.

Carer ratings: Goal attainment, QOL, and stress levels. 



Results
At 2 months, cognitive rehab was superior to other groups for both rated 
goal attainment and satisfaction with goal attainment
Cognitive rehab was superior to other groups in mood, self-efficacy, 
social domain of QOL and carer ratings of participant’s goal attainment
At 6 months, improved delayed recall, health status, QOL, and carer
rating of goal attainment
Care partners who participated reported improved QOL, health status 
and lower stress 

(Hindle et al., 2018)



The Role of Physical Therapy (PT) in
Lewy Body Dementia

Function, Safety & Fitness



Physical Therapy in Dementia Care

• promote increased functional independence in daily activities

• focus on specific physical activities that are enjoyable and meaningful to the 
person to decrease their fall risk while also promoting a sense of purpose

• maintain a person’s current abilities while slowing the rate of further 
functional decline

• promote improved flexibility to prevent the risk of muscle contractures

• practice task-specific activities such as getting in and out of bed and chairs 

• teach pressure relief strategies to promote skin integrity

• provide assessments for assistive device needs
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Mobility

Safety

Physical Fitness

Care partner training

Educate

Motivate

Communicate

Collaborate – with OT and SLP

Physical 
Therapy 
Focus



The Role of Occupational Therapy (OT)
in Lewy Body Dementia

Engagement, Safety & Meaning



Dementia and the Role of OT
By focusing on maintaining strengths of clients and promoting 
wellness of care providers, OTs can enrich lives by promoting 
maximal performance in preferred activities.

Health 
Promotion

OTs can incorporate routine exercise into interventions to 
improve the performance of daily tasks and functional mobility, 
and help restore range of motion, strength, and endurance.

Remediation

Provide supports for habits and routines that are working well 
for the person with dementia to prolong independence.Maintenance

Ensure safe and supportive environments through adaptation 
and compensation: including verbal cueing, personal 
assistance, and/or social supports.

Modification



Benefits of OT 

• Occupational therapy was more effective than usual care or attention control for 
improving overall activities of daily living for people with dementia

• There were fewer behavioral or psychological symptoms in people with 
dementia in the OT group, compared with usual care or attention control 

• OT resulted in a better quality of life for people with dementia than for people in 
the control groups 

• Care partners reported fewer hours doing things for the person with dementia 
• Care partners in the OT groups also reported less distress or upset with the 

behaviors or psychological symptoms of the person with dementia 
• In addition, there was some improvement to carers’ quality of life following the 

OT interventions
(Bennett et al, 2019)
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Occupational 
Therapy 

Focus

Daily living tasks

Engagement in meaningful activities

Safety- home, firearm access, driving

Address strategies for cognitive issues

Care partner training & support

Educate

Empower 

Collaborate – with PT and SLP



The Role of Speech Language 
Pathology (SLP) in

Lewy Body Dementia
Communication, Speech & Swallowing
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Speech-language 
pathologists 
(SLPs) play a 

central role in the 
screening, 

assessment, 
diagnosis, and 

treatment of 
persons with 

dementia. 

(ASHA, 2016b)

• Screening individuals with cognitive-communication 
difficulties

• Culturally and linguistically relevant assessment of cognitive-
communication functioning and swallowing

• Assessment, diagnostics and treatment of associated 
swallowing disorders

• Counseling persons with dementia and their families 
regarding communication-related issues, providing 
information about the nature of dementia and its course

• Treatment plans to maintain cognitive-communication and 
functional abilities at the highest level throughout the course 
of the underlying condition

• Indirect intervention through the individual's caregivers and 
environmental modification



Voice and Speech

Cognitive-Linguistic

Dysphagia and Feeding

Care partner training

Educate

Motivate

Spaced Retrieval (Cameron et al., 2012)

Collaborate – with OT and PT, dietician

Speech-
Language 
Pathology 

Focus



Take-home
points

• OT, PT, and SLP can help you identify your 
goals and address what YOU want to 
improve or do.

• OT, PT, and SLP can help you and your 
care partners live your best life with Lewy.

• It takes a village- a team approach is 
encouraged to allow for collaboration on 
YOUR behalf!



Thank you!
jwood@lbda.org
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