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My background 
Neurologist 
Specialized in treating neurological movement disorders 

▪ Associate Professor 
▪ UCSF Movement Disorders and 

Neuromodulation Center 
▪ Clinical work and research focuses 

on bringing palliative care to patients 
and caregivers affected by LBD 
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Discussion Topics 

▪ Caregiving in Advanced LBD 

▪ End-of-Life Care 

▪ Prognostic indicators 

▪ Advance care planning 
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Care for the Caregiver 
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Total Pain of  LBD 
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Caregiving in Advanced LBD 

▪ Difficult emotions: 
▪ Grief 
▪ Guilt 
▪ Existential distress 



What is resilience? 
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Burnout can serve as an alarm clock that wakes us up, 
so we can keep ourselves safe. 

• But first we need to notice that the alarm is ringing! 

Noticing is sometimes referred to as ‘mindfulness’ 

Burnout as a healthy, adaptive response! 
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Mindfulness 
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▪ Monitoring for signs of burnout (noticing) 

▪ Promoting well-being, and finding balance 

▪ Building resilience 

▪ Strengthening meaning / pro-social purpose 

▪ Connecting with self and others 

▪ Broadening understanding of choices (self-efficacy) 

What does self-care look like? 
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End-of-Life Care 
in Lewy Body Dementia 



Definition of Palliative Care 

▪ approach that improves the quality of life of patients 
and their families facing the problems associated with 
life-threatening illness 

▪ provides relief from pain or other distressing symptoms 
▪ affirms life and regards dying as a normal process 
▪ integrates the psychological and spiritual aspects of 

patient care 
▪ offers a support system to help the family cope during 

the patient‘s illness and in their own bereavement 
▪ is applicable early in the course of illness, in conjunction 

with other therapies that are intended to prolong life. 

WHO. National Cancer Control Programs: Policies and 
Managerial Guidelines, 2nd ed. Geneva: WHO, 2002 



Temel et al., 2010 
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Caregiver Preparedness 

• Physicians rarely bring up EOL issues (22%) 
• Fewer than half of caregivers felt prepared for EOL care 
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Motor Symptoms in Advanced LBD 

Increased falls: 
• Loss of balance 
• Impulsivity 
• Requiring 24-7 supervision 

Increased stiffness and slowness: 
• Can cause discomfort and pain 
• Can lead to contractures 

Wheelchair-dependent 

Bedridden 



16 

Motor Symptoms in Advanced LBD 

Treatments 

• range of motion exercises 

• massage 

• skin care (dry, clear) 

• change positioning every 2 hours 

• gait belt 

• mechanical lifts may be needed 

• use specialized cushions 

• Broda chair 
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Communication in Advanced LBD 

▪ Voice changes 

▪ Poor attention 

▪ Confusion 

▪ Word finding problems 

▪ Can lead to anxiety and agitation 
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Communication in Advanced LBD 
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Psychiatric Symptoms in Advanced LBD 
▪ Hallucinations can be severe and frightening 

▪ Tell your loved one’s neurologist and psychiatrist about 
these symptoms. 

Behavioral treatments 

• Cover reflective surfaces 

• Use a calm tone of voice 

• Avoid confrontation 

Medication treatments 

• At end-of-life, the symptoms are severe and 
medications are typically needed to control psychosis 
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Difficult Behavior in Advanced LBD 
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Challenges with 
Eating and Taking 
Medications in 
Advanced LBD 
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Challenges with Eating and Taking 
Medications in Advanced LBD 

• Refusing to eat 
• Swallowing Trouble: 

• Aspiration 
• Choking 
• Pocketing (swallowing apraxia) 

Recommendations: 
• Do not use thickeners 
• Try Carbonated beverages 
• Smoothie consistency drinks 
• Give medications with apple sauce 
• Alternate between a bite of food and a sip of liquid 
• Chin tuck when swallowing 
• Benevolent trickery 
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Weight loss in Advanced LBD 
Anorexia and Cachexia 
Failure to Thrive 
Marker of end-stage disease 
Not responsive to supplements 
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Incontinence and 
Toileting in 
Advanced LBD 

• Timed voiding 
• A pad inside the briefs provides extra 

protection 
• Liberty Catheter 
• Urinal or commode at the bedside 
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Dental Care in Advanced LBD 

• Brush teeth twice a day 
• Lemon juice can aid in swallowing 
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Fluctuations in alertness 

• Natural part of the disease course 
• Cause is unclear 
• No known treatment 
• Not a medical emergency 
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End-of-Life Care: Days to Weeks 

Create Comfortable Surroundings 
▪ Include meaningful pictures and mementos 

▪ Bring nature indoors 

▪ Choose favorite music 

▪ Soothing massage 
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End-of-Life Care: Days to Weeks 

• Continue sinemet for as long as possible 

• Reduce medications to only what is critical 

• Use liquid formulations if available 

• Use suppositories if unable to swallow 

• Most patients need sedating medications 



32 

Prognostic Indicators 
in Lewy Body Dementia 



BMI < 22, and 

Medicare hospice eligibility 
for Adult Failure to Thrive 

PPS < 40% 

Mainly in bed 
Assistance with ADLs 



Functional Assessment Scale (FAST) 
1 No difficulty either subjectively or objectively. 
2 Complains of forgetting location of objects. 

Subjective work difficulties. 
3 Decreased job functioning evident to co-workers. 

Difficulty in traveling to new locations. Decreased 
organizational capacity. 

4 Decreased ability to perform complex tasks (e.g. 
personal finances). 

5 Requires assistance in choosing proper clothing to 
wear. 

6 a) Needs help putting on clothes 
b) Needs help bathing 
c) Needs help toileting 
d) Urinary incontinence 
e) Fecal incontinence 

7 a) Speaks 5-6 words per day 
b) Speaks only 1 word clearly per day 
c) Cannot walk without personal 
assistance 
d) Can not sit up without personal assistance 
e) Can no longer smiler 
f) Can no longer hold up head independently 

> 7C on the FAST Scale 

At least one of the following 
in the past 12 months: 
▪ aspiration pneumonia 

▪ pyelonephritis 

▪ septicemia 

▪ stage 3-4 pressure ulcers 

▪ recurrent fever 
▪ 10% weight loss 

▪ albumin < 2.5 mg/dL 

Medicare hospice 
eligibility for: 

Dementia 

and 
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• Aspiration pneumonia (30%) 

• Sepsis (8%) 

• Reduced mobility, falls or fractures (13%) 

• Failure to thrive (20%) 

Terminal events in LBD 



▪ Haloperidol 
▪ Metoclopramide 
▪ Phenergan 

Hospice Care: Role of Neurologist 



▪ Haloperidol 
▪ Metoclopramide 
▪ Phenergan 

▪ Quetiapine 
▪ Ondansetron 

Hospice Care: Role of Neurologist 
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Major predictors of mortality within 6-12 months: 

• BMI <18.5 (medically malnourished) 
• Significant reduction in dopaminergic medications due to psychiatric side effects 

Predictors of  mortality in LBD 
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Advance Care Planning 
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Healthcare Directive for Dementia 
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42 
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POLST 

Physician Order 
for Life Sustaining 
Therapy 
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Advance Care Planning 

…our most cruel failure in how we treat the 
sick and the aged is the failure to recognize 
that they have priorities beyond merely being 
safe and living longer. 

Being Mortal: Medicine and What Matters in the End 
Atul Gawande, M.D. 
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Advance Care Planning: 
Two Questions to Ask 

If you look ahead, what worries you the most? 

When you look to the future, what are you hoping for? 
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Our ultimate goal, after all, is not a good death, 
but a good life to the very end. 

Atul Gawande, M.D. 
Being Mortal:                                 
Illness, Medicine and What Matters in the End 
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