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Learning Objectives

At the conclusion of this presentation the learner will be able to:

1. ELABORATE THE RISKS/BENEFITS OF FEEDING TUBES IN PATIENTS

WITH ADVANCED DEMENTIA

2. DEVELOP AN APPROACH FOR DISCUSSION OF FEEDING TUBES IN

PATIENTS WITH SEVERE DYSPHAGIA

3. IDENTIFY ETHICAL AND CULTURAL CONSIDERATIONS THAT IMPACT

FAMILY DECISIONS ON PLACEMENT OF A FEEDING TUBE IN PATIENTS

WITH ADVANCED DEMENTIA

4. DEVELOP A STRATEGY WHEN SURROGATE'S HEALTHCARE CHOICE IS IN

CONFLICT WITH PATIENT'S PREVIOUSLY STATED WISHES



The Tube Feeding Death Spiral  Fast Fact # 84

The clinical scenario, the tube feeding death spiral, typically goes like this. 

1. Hospital admission for complication of “brain failure” or other 
predictable end organ failure due to primary illnesses (e.g. urosepsis in 
setting of advanced dementia)

2. Inability to swallow and/or direct evidence of aspiration and/or weight 
loss with little oral intake

3. Swallowing evaluation followed by a recommendation for non-oral 
feeding either due to aspiration or inadequate intake

4. Feeding tube placed leading to increasing “agitation” leading to patient-
removal or dislodgement of feeding tube

5. Re-insertion of feeding tube; hand and/or chest restraints placed

6. Aspiration pneumonia

7. Intravenous antibiotics and pulse oximetry

8. Repeat 4 – 6 one or more times

9. Family conference

10. Death.
Fast Facts, EPERC, Medical College of Wisconsin



Weissman’s Triad

A dying patient with 
a feeding tube, 
restraints, 
and pulse oximetry 



Tube Feeding 

in Advanced Dementia



Cause
(shown in order of prevalence)

Differentiating characteristics

Alzheimer’s Slowly progressive memory loss

Mixed 
Memory loss with vascular risk 
factors

Vascular 
Stepwise decline, focal neurologic 
signs

Parkinson’s Slowed movement, rigidity, tremor

Lewy Body 
Fluctuating level of alertness, sleep 
disturbance, visual hallucinations, 
gait imbalance

Frontotemporal 
Emotional and behavioral outbursts 
and word-finding difficulties

Normal Pressure 
Hydrocephalus 

Magnetic gait, incontinence, and 
memory loss

Creutzfeldt-Jakob 
Sudden and very rapid cognitive 
decline



“to suffer the slings and arrows of outrageous fortune …. the 
heartache and the thousand natural shocks that flesh is heir to”

William Shakespeare, Hamlet





Schwartz et al 
Nutrition in 
Clinical 
Practice 2014



Feeding Tubes in patients 

with advanced dementia 

Do NOT improve survival

Do NOT prevent aspiration pneumonia

Do NOT heal or prevent decubitus ulcers

Do NOT improve functional status



Don’t recommend percutaneous 
feeding tubes in patients with 
advanced dementia; instead 
offer oral assisted feeding. 
Careful hand-feeding for patients with severe dementia is at least as good as 
tube-feeding for the outcomes of death, aspiration pneumonia, functional status 
and patient comfort. Food is the preferred nutrient. Tube-feeding is associated 
with agitation, increased use of physical and chemical restraints and worsening 
pressure ulcers. 



Don’t insert percutaneous feeding tubes in individuals 
with advanced dementia. Instead, offer oral assisted 
feedings.
Strong evidence exists that artificial nutrition does not prolong life or improve quality of life 
in patients with advanced dementia. Substantial functional
decline and recurrent or progressive medical illnesses may indicate that a patient who is 
not eating is unlikely to obtain any significant or long-term
benefit from artificial nutrition. Feeding tubes are often placed after hospitalization, 
frequently with concerns for aspirations, and for those who are
not eating. Contrary to what many people think, tube feeding does not ensure the patient’s 
comfort or reduce suffering; it may cause fluid overload,
diarrhea, abdominal pain, local complications, less human interaction and may increase the 
risk of aspiration. Assistance with oral feeding is an
evidence-based approach to provide nutrition for patients with advanced dementia and 
feeding problems.

http://www.choosingwisely.org/wp-content/uploads/2013/09/AMDA-5things-List_Final.pdf



Don’t recommend percutaneous 
feeding tubes in patients with
advanced dementia; instead, offer oral 
assisted feeding.
In advanced dementia, studies have found feeding tubes do not result in improved 
survival, prevention of aspiration pneumonia, or improved
healing of pressure ulcers. Feeding tube use in such patients has actually been 
associated with pressure ulcer development, use of physical and
pharmacological restraints, and patient distress about the tube itself. Assistance with 
oral feeding is an evidence-based approach to provide
nutrition for patients with advanced dementia and feeding problems; in the final phase 
of this disease, assisted feeding may focus on comfort
and human interaction more than nutritional goals.



https://www.mcms.org/Guidelines

https://www.mcms.org/Guidelines


Not  “dying of starvation”

Starvation – loss of weight with loss of fat –
protein spared until late stage

Cachexia – involuntary weight loss of > 10% 
body weight – muscle, visceral protein 
catabolized early

Anorexia – loss of appetite & reduced caloric      
intake

Reidy, AAHPM August 2010



Starvation Cachexia
Appetite Suppressed in late 

phase

Suppressed in early phase

Body mass index Not predictive of 

mortality

Predictive of mortality

Serum albumin Low in late phase Low in early phase

Cholesterol May remain normal Low

Total lymphocyte 

count

Low, responds to 

refeeding

Low, unresponsive to 

refeeding

Cytokines Little data Elevated

Inflammatory 

disease

Usually not present Present

Response to 

refeeding

Reversible Resistant

Thomas, D  Clinics in Geriatric Medicine, 2002 







Ethical vs. Legal

• Hospital Ethics Committees
• Advisory – EXCEPT in some limited circumstances

• Referral to Ethics Committee legally required if dispute between 
physician and family over withdrawal of life sustaining treatment, 

• Principles of Bioethics –
• Autonomy / Nonmaleficence / beneficence / Justice

“There are many legal and ethical issues involved in the decision to place a feeding tube 
in demented patients. The primary issue in patients with dementia may be autonomy 
and the right of an individual to decide whether or not a tube should be placed at all. 
Legally, there is clear precedent that the courts see the insertion of a feeding tube as 
extraordinary care that the patient has the right to refuse. However, much of case law is 
derived from cases of patients who were in a persistent vegetative state. Advance 
directives help to determine what the patient would want for himself. Considering all 
the options before the patient can no longer make decisions is the most desirable 
course.”

Chernoff R. (2006). Tube feeding patients with dementia. Nutrition in clinical practice : official publication of the American Society for 
Parenteral and Enteral Nutrition, 21(2), 142–146. https://doi.org/10.1177/0115426506021002142



Influence of Ethics Committee

• Outside perspective

• Multidisciplinary

• Advocate for patient rights

• Broaden the appeal; cultural/religious issues
• Knowing the culture

• In a 2014 report by the World Health Organization, Guyana was cited as the country 
with the highest suicide rate in the world — 44.2 suicides per 100,000 deaths, four 
times the global average.

• Religion in Guyana: 68% Christian (Largely Pentecostal) – 25% Hindu – 7% Muslim

• High rate of alcoholism among males

• The importance of listening to understand rather than listening to respond

• In this case –

• Call to attorney who drafted Living Will

• Discussion with wife

• Discussion with adult children

• In the end – Ethics Committee disagreed with the family decision based on patient’s 
expressed wishes and likelihood no benefit and added suffering to patient.

• Followed Ellis legal advice to follow healthcare agent’s wishes; “Treat the agent/surrogate 
as if they are the patient.”



Earlier the better

Choose the right HC Agent & Power of 
Attorney … and talk with them

The Conversation Project – Alzheimer’s Starter Kit

Goals and values … not just Rxs

Revisit periodically

“Its always too early until its too late” 



Impact of ACP in Dementia 

Review of Medicare Claims, 1998-2007, died after age 65

30% of patients with severe dementia lived in community 

> 50% of these patients experienced at least one hospitalization 
in the last six months of life … but only 27.4 percent had a 
written advance directive. 



Among community-dwelling patients with severe dementia:

A strong association between having an AD and receiving less 
aggressive treatment 

Likelihood of in-hospital death
Use of life sustaining interventions such mechanical 

ventillaton, feeding tube, or dialysis
ICU use 

If there was no advance directive the patient with 
severe dementia received care  at the end of life 

that was as aggressive as the care provided to 
patients with normal cognitive functioning.

L. Nicholas, et al  Health Affairs 2014



L. Nicholas, et al  Health Affairs 2014







Make mealtimes easier
During the middle and late stages of Alzheimer's, distractions, too 
many choices, and changes in perception, taste and smell can make 
eating more difficult. The following tips can help:

Limit distractions. Serve meals in quiet surroundings, away from 
the television and other distractions.

Keep the table setting simple. Avoid placing items on the table —
such as table arrangements or plastic fruit — that might distract or 
confuse the person. Use only the utensils needed for the meal.

Distinguish food from the plate. Changes in visual and spatial 
abilities may make it tough for someone with dementia to 
distinguish food from the plate or the plate from the table. It can 
help to use white plates or bowls with a contrasting color place mat. 
Avoid patterned dishes, tablecloths and place mats.



Check the food temperature. A person with dementia might not be able to 
tell if something is too hot to eat or drink. Always test the temperature of 
foods and beverages before serving.
Serve only one or two foods at a time. Too many foods at once may be 
overwhelming. Simplify by serving one dish at a time. For example, mashed 
potatoes followed by meat.
Be flexible to food preferences. Keep long-standing personal preferences in 
mind when preparing food, and be aware that a person with dementia may 
suddenly develop new food preferences or reject foods that were liked in the 
past.
Give the person plenty of time to eat. Remind him or her to chew and 
swallow carefully. Keep in mind that it may take an hour or longer to finish 
eating.
Eat together. Make meals an enjoyable social event so everyone looks 
forward to the experience. Research suggests that people eat better when 
they are in the company of others.
Keep in mind the person may not remember when or if he or she ate. If the 
person continues to ask about eating breakfast, consider serving several 
breakfasts — juice, followed by toast, followed by cereal.



Discussing Feeding Problems in Advanced Dementia

1.  Clarify Clinical Situation

dementia is a terminal condition & 

feeding problems are part of dementia in its end stage

Address treatable conditions

2.  Establish primary goal of care

life prolongation, maximizing function, or promoting 
comfort

Mitchell, S. L. JAMA 2007;298:2527-2536



3.  Present Rx options

Hand-feeding is the medically preferred Rx  

Address concerns re hunger and thirst

Mouth care, medication review

4. Weigh options against values and preferences

What would the patient say? 

Prior advance directives

Invite stories about the pt

5. Provide additional support

Decision Aids  

Readdress situation after time limited trial

Prepare family for the future Mitchell, S. L. JAMA 2007;298:2527-2536



Feeding 
Tube

Oral 
Feeding

Best Case
Procedure goes well

Tube feedings go well
Allows time at home

Worst Case
Complications from procedure

Complications from pulling at tube
Dies before going home

Best Case
Eats with family

Home earlier
Comfortable

Worst Case
Discomfort with eating
“Vital” meds not taken

Most Likely
Tube will aggravate pt

Family will administer TF
Be prepared for recurrent 

infections

Most Likely
Eventually loses interest in eating
Be prepared for recurrent infections



Medical Evidence

Tube Feed
or 

Not Tube Feed
Uncertainty

Experience with 
medical system Cultural Norms

Family 
Dynamics

Religious values

Prior 
conversations

Advance 
Directives

(Are they considered 
valid by decision 

makers?)

Life or death 
decision  

What do I feel 
in my heart ?Effect on  D/C 

planning Guilt

Recommendation from 
trusted source



Proxy Predicaments

Call of love
…cannot imagine life without  

Call of duty 
...to do everything possible

Call of redemption
…one last chance to fix a relationship

VJ Periyakoil, M.D.     NY Times  Nov. 2015



…But that the dread of something after death,
The undiscovered country from whose bourn
No traveler returns, puzzles the will
And makes us rather bear those ills we have
Than fly to others that we know not of

William Shakespeare, Hamlet



Center to Advance Palliative Care

High Quality Online CME available to Ellis & SPHP affiliated providers

Dementia Module  
Discussing your patient’s dementia diagnosis

Communicating about what to expect as dementia progresses

Planning for the future for people living with dementia and their 
caregivers

Supporting the caregivers of people with dementia

Understanding and responding to behavioral and psychological 
symptoms of dementia

Mood and sleep disturbances in people living with dementia

Critical decisions in advanced dementia

Free CME
• Medicine  6.5 CME/MOC       Nursing 6.90 CNE      Social Work 7.0 CE    



To register for free CAPC access through Ellis, go to CAPC.org, click “Create Account”, and 
set up your account using your ellismedicine.org email address. Don’t have an Ellis email 

address? Running into registration issues? Contact Emily at harte@ellismedicine.org. 

mailto:harte@ellismedicine.org






What helps surrogates?

Recognize & validate their stress 

Time limited trials

Allow time for decisions

Make time for stories

Avoid conflicting information from clinicians

Don’t repeatedly revisit a decision with which 
you disagree

Offer a recommendation (instead of just a 
choice) combining the best clinical information 

with the patient’s goals and values

Vig, et al  Jrnl Pain and Symp Management   Nov 2011
Schenker et al J Gen Int Med 2012
Quill et al Ann of Int Med Sept 2009
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