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Vocabulary

• Lewy body dementia: Umbrella term including clinically-diagnosed 
dementia with Lewy bodies and PD dementia

• Dementia with Lewy bodies: Dementia that occurs before or 
concurrently with parkinsonism or within 1 year of onset of motor 
symptoms

• Parkinsonism not required for diagnosis

• Parkinson’s disease dementia: Dementia starting ≥1 year after a 
diagnosis of Parkinson’s disease

• Lewy body disease: Pathological diagnosis



McKeith I, et al. Revisiting DLB diagnosis: a consideration of prodromal DLB and of the diagnostic overlap with Alzheimer disease. J Geriatr Psychiatry Neurol 2016; 29(5):249-253. 



Parkinson’s 
disease

Parkinson’s 
disease-MCI

Parkinson’s disease 
dementia

Prodromal DLB – 
MCI onset

Prodromal DLB – 
psychiatric onset

Prodromal DLB – 
delirium onset

Dementia with Lewy 
bodies

Lewy 
body 
dementia
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Parkinson’s 
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Parkinson’s disease 
dementia

Weil RS, et al. Mild cognitive impairment in Parkinson’s disease – What is it? Curr Neurol Neurosci Reports. 2018;18:17.
Hely MA, et al. The Sydney multicenter study of PD: the inevitability of dementia at 20 years. Mov Disord 2008;23(6):837-4.

Reid WG, et al. Dementia in PD: a 20-y neuropsychological study (Sydney Multicentre Study). JNNP 2011;82:1033-7.

20-40% of PwP
have PD-MCI at  PD 

diagnosis

Point prevalence of PD-MCI: 
25-50%

Usually non-amnestic MCI

Dual syndrome hypothesis:
Fronto-striatal executive gp

Posterior cortical/ 
visuospatial cognitive gp

50% of PwP have dementia 
by 10 years after PD diagnosis

PD-MCI to PD dementia:
40-60% after 4-5 years

83% of 20-year PD survivors 
have dementia

PD dementia occurs at ~70 
years regardless of age of 

onset of PD



Prodromal DLB – 
MCI onset

Dementia with Lewy 
bodies

Ferman TJ, et al. Nonamnestic MCI progresses to DLB.  Neurology 2013;81:2032-2038.
Sadiq D, et al. Prodromal DLB and prodromal AD: a comparison of the cognitive and clinical profiles. J Alzheimers Dis 2017;58:463-470.

• Non-amnestic MCI: 10x more likely to develop clinically probable DLB 
than clinically probable AD dementia

• Non-amnestic MCI annual rate of transition to DLB: 20%

• MCI to probable DLB
• Baseline attention and/or visuospatial deficits
• REM sleep behavior disorder
• Fluctuations 
• Subtle/mild parkinsonism



DLB Diagnosis

• Likely underestimate: 1 in 3 DLB cases may be missed

• 68% saw more than 3 doctors before diagnosis (LBD)
• 15% saw more than 5 different physicians

• Mean number of office visits to get diagnosis: 3.7 ± 1.9
• 33% required more than 6 office visits
• 51% were diagnosed within the first year
• >2 years from the start of symptoms for 31% to receive an LBD diagnosis

Thomas AJ, et al. Development of assessment toolkits for improving the diagnosis of the LBDs: feasibility study within the DIAMOND Lewy study. Int J Geriatr Psychiatry 2017;32(12):1280–1304. 
Galvin JE, et al. Lewy body dementia: the caregiver experience of clinical care. Parkinsonism Relat Disord 2010;16(6):388–392. 



Treating DLB-MCI Beyond Medications #1:
Give the Diagnosis
Reasons to Give Dementia Diagnosis Reasons to Give MCI Diagnosis

Understanding what is happening Understanding what is happening

Validation that something is wrong Validation that something is wrong

Establishing a treatment plan, 
connecting to resources

Establishing a treatment plan, 
connecting to resources

Improved decision-making, future 
planning

Improved decision-making, future 
planning

Right to know Right to know

Improved family patients with person 
with dementia

van den Dungen P, et al. Preferences regarding disclosure of a diagnosis of dementia: a systematic review. Int Psychogeriatr. 2014;26:1603-1618.
Connell CM, et al. Attitudes toward the diagnosis and disclosure of dementia among family caregivers and primary care physicians. Gerontologist. 2004;44:500-507.

Karnieli-Miller O, et al. Expectations, experiences, and tensions in the memory clinic: the process of diagnosis disclosure of dementia within a triad. Int Psychogeriatr. 2012;24:1756-1770.
Riva M, et al. Diagnosis disclosure and advance care planning in Alzheimer disease: opinions of a sample of Italian citizens. Aging Clin Exp Res. 2014;26:427-434.

Petersen RC, et al. Practice guideline update: Mild cognitive impairment. Neurology. 2018;90:126-135. 

Giving the diagnosis is 
one of the 6 AAN quality 
improvement measures 

for MCI



Treating DLB-MCI Beyond Medications #2:
Tell Them What to Expect

• MCI progression
• PD-MCI to PD dementia: 40-60% after 4-5 years
• Non-amnestic MCI to DLB: 20% annually



• Other clinical cohorts: 3.2-, 3.7-, 4.1- year disease durations
• Median 5.3-year duration between symptom onset and death

Armstrong MJ, et al. Cause of Death and End-of-Life Experiences in Individuals with Dementia with Lewy Bodies JAGS 2019.
Walker Z, Allen RL, Shergill S et al. Three years survival in patients with a clinical diagnosis of dementia with Lewy bodies. Int J Geriatr Psychiatry 2000;15:267–273.

Price A, Farooq R, Yuan JM et al. Mortality in dementia with Lewy bodies compared with Alzheimer’s dementia: A retrospective naturalistic cohort study. BMJ Open 2017;7:e017504.
Larsson V, Torisson G, Londos E. Relative survival in patients with dementia with Lewy bodies and Parkinson's disease dementia. PLoS ONE. 2018;13(8):e0202044.





Treating DLB-MCI Beyond Medications #3:
Connect to Research

• DLB Consortium (U01, Leverenz)

• ADRCs

• Evaluate NYX-458 in Subjects With 
MCI-PD (NCT04148391)

• Small module that modulates NMDA 
receptors

• Phase 2
• Primary outcome = safety

• Posted 11/1/2019; not yet recruiting



Treating DLB-MCI Beyond Medications #4:
Therapy/Exercise



Treating DLB Beyond Medications #5:
Prepare Them for the Unexpected

• 64% caregivers reported crisis situation in prior year (survey n=962)

• Most frequent place to seek help for person with LBD:
• Hospital emergency room (296 visits, 73%) 
• Emergency medical services or law enforcement
• Fifty seven caregivers reported the need for inpatient psychiatric care

Galvin JE, et al. Lewy body dementia: caregiver burden and unmet needs. Alzheimer Dis Assoc Disord. 2010 ; 24:177–181.



Other Hospital Details

• Antipsychotic medications: 38% of hospitalizations
• New or increased in 19%
• Quetiapine most common, others also used

• Longer length of stay if:
• Delirium present at admission (6 days vs 3 days, p=0.002)
• In-hospital delirium (6 days vs 3 days, p<0.001), pneumonia (6 days vs 4 days, 

p=0.007), falls (8 days vs 4 days, p=0.011)
• Antipsychotic administration other than quetiapine or clozapine (7.5 days vs 4 days, 

p=0.001)

• 1/3 hospitalizations resulted in a transition to a higher level of care
• 15% (27/178): death or hospice
• Inpatient antipsychotic use other than quetiapine or clozapine: increased odds of 

transition to higher level of care (OR 2.41; 95 CI 1.06, 5.47)



Reason Frequency

Hallucinations or confusion 40%

Falls 24%

Infection 23%

Urinary tract infection 11%

Pneumonia 7%

Sepsis 6%

Gastrointestinal disease 7%

Cardiac disease 6%

Respiratory illness 5%

Failure to thrive/failure to cope 5%

Genitourinary disorder 3%

Elective surgery 3%

• 117 patients with LBD 
admitted over 2-year period

• 69%: 1 hospitalization
• 20%: 2 hospitalizations
• 11%: >2 hospitalizations



#6: Make Decisions 
Together
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Summary

• MCI in Lewy body diseases: PD-MCI, DLB-MCI
• MCI progression

• PD-MCI to PD dementia: 40-60% after 4-5 years
• Non-amnestic MCI to DLB: 20% annually

•Treating PD/DLB MCI beyond medications
• Give the diagnosis
• Tell them what to expect
• Connect them to research
• Therapy/exercise
• Prepare them for the unexpected
• Make decisions together


