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Overview

• Introduction 
• Disease progression
• Tube feeding
• Advance care planning
• Pain and symptom management
• Caregiver support
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What is Dementia?

• A decline in cognitive functioning 
• Severe enough to affect daily living 
• Not occurring exclusively in delirium
• Not explained by another mental disorder, e.g., 

depression or schizophrenia
• A.k.a., Major Neurocognitive Disorder in the DSM-V
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Dementia Types

• Alzheimer’s disease
• Vascular disease
• Lewy body dementia
• Frontotemporal dementia 
• Mixed
• Plus many more…. 
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Dementia Severity by IADLs/ADLs 

Severity Functional 
Impairment

MCI None

Mild IADLs

Moderate ADLs

Severe Complete
dependence 
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Dementia Severity by Cognitive Test

Severity MMSE Mini-Cog Functional 
Impairment

MCI 26-30 < /= 26 None 

Mild 21-25 18-25 IADLs

Moderate 11-20 10-17 ADLs

Severe 0-10 0-9 Complete 
dependence

   ngertips, 2015 and www..mocatest.org
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FAST Scale Item Activity Limitation with Alzheimer's

Stage 1 No difficulty, either subjectively or objectively

Stage 2 Complaints of forgetting location of objects; subjective work difficulties

Stage 3 Decreased job functioning evident to coworkers; difficulty in traveling to new locations

Stage 4 Decreased ability to perform complex tasks (e.g., planning dinner for guests, handling finances)

Stage 5 Requires assistance in choosing proper clothing

Stage 6 Decreased ability to dress, bathe, and toilet independently

Substage 6a Difficulty putting on clothes properly

Substage 6b Unable to bathe properly, may develop fear of bathing

Substage 6c Inability to handle mechanics of toileting (e.g., forgets to flush, does not wipe properly)

Substage 6d Urinary incontinence

Substage 6e Fecal incontinence

Stage 7 Loss of speech, locomotion, and consciousness

Substage 7a Ability to speak limited (1-5 words a day)

Substage 7b All intelligible vocabulary lost

Substage 7c Non-ambulatory

Substage 7d Unable to smile

Substage 7e Unable to hold head up

Geriatrics at Your Fingertip   
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Dementia Progression 
FAST Stage Functional Impairment Dementia Severity Years

1 None MCI Pre-clinical

2 None MCI Pre-clinical

3 None MCI Pre-clinical

4 IADLs Mild 1-3

5 ADLs Moderate 2-8

6 ADLs Moderate 2-8

7 Complete dependence Severe 6-12

Geriatrics at Your Fingertip   
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Case

A 92-year-old man with moderate dementia due to 
Alzheimer’s disease is brought in to clinic by his daughter 
who is concerned that he is not eating enough.  

Which of the following is the most appropriate initial step in 
the evaluation of the patient’s nutritional status? 

a. albumin level
b. calorie log
c. prealbumin level 
d. review of prior weights
e. vitamin B12 level 
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Dementia, Meal Preparation and Eating

• As dementia progresses, people lose the desire and 
the ability to eat

• In mild dementia, patients might have difficulty with 
meal preparation 

• In moderate dementia, patients might need 
prompting

• In advanced dementia, patients might need help with 
eating

• Eating problems can lead to malnutrition, electrolyte 
disturbances, aspiration, pneumonia, and death

.

.



Advanced Dementia Has a Complicated Clinical Course

• After 18 months: 
– 54.8% had died
– 41.1% had had PNA
– 52.6% had had a febrile 

illness
– 85.8% had had an eating 

problem***

***weight loss, swallowing or chewing problem, 
refusal to eat or drink, suspected dehydration, and/or 
persistently reduced oral intake

Mitchell, 2009. 
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• 6-month mortality rates in residents with the 
following: 
– pneumonia – 46.7%
– febrile illness – 44.5%
– eating problem – 38.6% 

• Median survival: 478 days
• Of those who died, in the last 3 months of life: 

– 37.3% had pneumonia
– 32.2% had a febrile illness
– 90.4% had an eating problem

Mitchell, 2009. 

Advanced Dementia Has a Complicated 
Clinical Course
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Advanced Dementia: A Terminal Condition 
• There were 42 sentinel events*** in 31 patients over 

18 months 
• Only 7 occurred in the last 3 months of life

*** seizure, gastrointestinal bleeding, hip fracture, 
stroke, and myocardial infarct

Mitchell, 2009. 
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Case

A 92-year-old man with moderate to severe dementia from 
Alzheimer’s disease has had a 10-pound weight loss in the last 6 
months.  The patient has diabetes.  HgbA1c measurements have been 
normal in the last few years, and he does not require any medications 
for his diabetes.  His only medication is lisinopril for hypertension.  

Which of the following is the most appropriate initial step to address 
feeding difficulties?

a. antidepressant 
b. appetite stimulant
c. gastrostomy tube
d. hand feeding

.

.



Case

A 92-year-old man with moderate to severe dementia from 
Alzheimer’s disease has had a 10-pound weight loss in the last 6 
months.  The patient has diabetes.  HgbA1c measurements have been 
normal in the last few years, and he does not require any medications 
for his diabetes.  His only medication is lisinopril for hypertension.  

Which of the following is the most appropriate initial step to address 
feeding difficulties?

a. antidepressant 
b. appetite stimulant
c. gastrostomy tube
d. hand feeding

.

.



Types of Tube Feeding

• Nasogastric (NG) tubes
– For shorter-periods of time, no more than 2 weeks, 

typically
– Often seen in critically-ill patients  

• Percutaneous endoscopic gastrostomy (PEG) tubes
– For longer periods of time
– Often seen in post-stroke and ALS patients
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Indications for Tube Feeding

• Short-stay, critically-ill patients 
• Post-stroke patients with dysphagia
• Patients with good functional status who have 

cancers causing proximal obstructions
• Patients undergoing chemotherapy and radiation for 

cancers in the upper GI tract or head and neck 
• ALS patients 
• NOT advanced dementia 

Shiga, 2012.
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Tube Feeding in Advanced Dementia 

• Does not improve quality of life, morbidity or 
mortality in patients with advanced dementia

• Sampson et al, 2009 completed a meta-analysis
– “no conclusive evidence that enteral tube nutrition is 

effective in terms of prolonging survival, improving 
quality of life, or leading to better nourishment or 
decreasing the risk of pressure sores”

– May increase risk of aspiration, pneumonia and death
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Tube Feeding in Advanced Dementia Does 
Not Improve Mortality

• Meier et al, 2001 looked at 99 hospitalized patients 
with advanced dementia
– 51 received feeding tubes
– 31 did not
– 17 already had feeding tubes in place
– 6-month mortality was no different in patients with 

advanced dementia who received a feeding tube during 
hospitalization and those who did not  (195 days v 189 
days)(p = 0.9)
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Tube Feeding in Advanced Dementia Does 
Not Improve Mortality

• Murphy et al, 2003 looked at 41 hospitalized veterans 
with dementia referred for feeding tube placement 
with 23 undergoing the procedure and 18 not 

• Median mortality was the same in patients with 
dementia who received PEGs and those who did not 
(59 days v 60 days)(p = 0.37)
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Tube Feeding in Advanced Dementia Does 
Not Improve Mortality

Murphy, 2003.
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PEG Tube Side Effects in Advanced Dementia

• Pain
• Infection
• Bleeding
• Malfunctioning
• Aspiration
• Diarrhea
• Physical and chemical restraints
• Immobility
• Pressure ulcers
• Decreased socialization
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Tube Feeding in Advanced Dementia Does Not 
Prevent or Help Pressure Ulcers

• Teno et al, 2012 looked at nursing home patients with 
severe cognitive impairment who had been 
hospitalized within the last year 
– Patients who had PEGs were almost 2 times more likely 

to develop pressure ulcers than patients who did not 
(35.6% v 19.8%) (95% CI 1.95 – 2.65)

– Patients who had PEGs were less likely to see 
improvement in pressure ulcers than patients who did 
not (27.1% v 34.6%)
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PEG Tube Side Effects in Advanced Dementia

• Patients who have feeding tubes 
– May have diarrhea, leading to skin breakdown
– May be agitated and have to be physically and chemically 

restrained, leading to immobility and skin breakdown
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Tube Feeding in Advanced Dementia: AGS 
Position Statement

• Tube feeding – not recommended
• Hand feeding – recommended
• Patient’s wishes should be followed 
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Hand Feeding in Advanced Dementia

• Eliminates side-effects associated with tube feeding
• Allows for comfort
• Relieves hunger and thirst
• Allows for socialization 
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Case

A 78-year-old woman has mild dementia due to Alzheimer’s 
disease.  She is disoriented to time and place but knows 
family members and caregivers by name. 

This patient’s capacity to make decisions regarding her 
health care is best determined by which of the following?  

a. ability to understand treatment options
b. mental status testing
c. probate court decision 
d. psychiatric examination 
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Educating Health Care Proxies is Important

• Mitchell et al, 2009
– Nursing home residents with advanced dementia who had proxies who felt as 

though they understood the complications to expect in advanced dementia 
were less likely to receive burdensome interventions (OR 0.12, 95% CI 0.04 –
0.37)

• Lopez et al, 2010
– Looked at two nursing homes, one with a high tube-feeding rate (41.8%) 

versus one with a low tube-feeding rate (10.7%)
– The low-use nursing home had a culture that valued advanced care planning 

and shared decision making with proxies
– At the low-use nursing home, a physician was noted to tell families that tube 

feeding had no mortality benefit and conveyed a preference for hand feeding 
over tube feeding 
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Advance Directive (AD)

• See attachment
• Identifies a Durable Power of Attorney (DPOA)
• States medical wishes 
• NOT an order
• State-specific
• In Nevada, patients can initial and/or write wishes
• May require interpretation from healthcare providers 

prior to implementation
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Physician Orders for Life-Sustaining 
Treatment (POLST)

• See attachment – the bright pink form
• States a patient’s medical wishes
• In advanced dementia, patients’ durable powers of attorney 

(DPOAs) can choose for patients “to allow for a natural death” and 
to have “no feeding tube” if those would be patients’ wishes

• Orders that must be followed
– Paramedics should not resuscitate someone who has chosen to allow for a 

natural death
– Physicians should not insert a PEG tube for someone who has chosen no 

feeding tube
• Different than the AD
• Should supplement the AD
• State-specific
• In Nevada, the person or DPOA must complete the form

www.nevadapolst.org
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www.nevadapolst.org
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Case
A 78-year-old nursing home resident with moderate dementia has become 
increasingly irritable in the past 3 months.  Previously, she was an active participant in 
the nursing home’s structured walking program.  Now, she tries to sit after taking a few 
steps.  She eats less than 50% of her meals and has lost 5 pounds.  The patient has a 
history of hypertension and osteoarthritis.  Medications include memantine and 
amlodipine.  On physical exam, the patient attempts to hit you when you extend her 
right knee.   There is some crepitus but no erythema, swelling, or warmth of the right 
knee.   MMSE score is 14/30.  PHQ-9 cannot be obtained given the patient’s impaired 
cognition.  Right knee X-ray indicates moderate osteoarthritis.

Which of the following is the most appropriate pharmacotherapy?

a. acetaminophen
b. citalopram 
c. lorazepam
d. megasterol acetate
e. quetiapine
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Case

An 83-year-old nursing home resident with advanced dementia due to 
Alzheimer’s disease is noted by her nurse to have watery diarrhea for 
the last week.  The patient is bedbound.  Physical exam is significant for 
hard stool in the rectal vault.   A plain abdominal film shows a large 
amount of stool in the colon.  Further evaluation for the watery 
diarrhea is unremarkable.  

After treatment of this condition with enemas, which of the following 
is the most appropriate pharmacotherapy to prevent recurrence?     

a. docusate sodium
b. erythromycin 
c. polyethylene glycol 
d. psyllium

.
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Caregiver Support

• Alzheimer’s Association 
• Family Caregiver Alliance
• Local caregiving agencies
• Sanford Center at UNR
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