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We update our 2011 discussion of feeding the person with
late-stage or advanced Alzheimer's disease (advanced AD).
We present a case of a 92-year-old woman diagnosed with
AD, from our family medicine practice who was brought to
the emergency department with fever and a change in
mental status. Previously, neither she nor her family had re-
ceived counseling about the typical trajectory of AD, nor
had she made end-of-life plans. We present a discussion
of the typical trajectory of AD, involuntary weight loss, ad-
vance care planning related to nutrition, and hydration
and alternatives to tube feeding. We added a note describ-
ing the initial impact of COVID-19 on care. Nutr Today.
2020;55(5):202-210

RECAP: FEEDING A PERSON WITH
ADVANCED ALZHEIMER'’S DISEASE

As outlined by our colleagues in 2011 (editor’s note: see
Lee and Kolasa"), families of patients with advanced
Alzheimer’s disease (AD) often face difficult choices. Most
patients will reach a point where they are no longer eating
or drinking adequately to sustain life, and tube feeding has
been initiated. Yet, tube feeding has not been proven to ex-
tend length of life, improve nutritional status, or improve
quality of life of patients with advanced AD. In 2014, the
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American Geriatrics Society (AGS) in a position statement
on feeding tubes in advanced AD recommended against
placing tubes in older adults, but instead suggesting alter-
ing the environment and creating patient-centered ap-
proaches to hand feeding.”> Additionally, the AGS cited
evidence that even though the outcomes regarding death
and aspiration pneumonia are similar between tube feed-
ing and hand feeding, hand feeding promotes comfort.
Even so, many patients continue to undergo placement
of feeding tubes. Our colleagues' previously suggested
that having conversations with families regarding thera-
peutic goals as well as disease trajectory may help in mak-
ing an informed decision. In this article, we present an
update of the research and our discussion of feeding pa-
tients with advanced AD.

In 2014, the American Geriatrics So-
ciety (AGS) in a position statement
on feeding tubes in advanced AD, rec-
ommended against placing tubes in
older adults, but instead suggesting
altering the environment and creat-

ing patient-centered approaches to
hand feeding.

CASE PRESENTATION

Mrs D. was a 92-year-old woman who presented to the
emergency department from home because of fever and
change in mental status. The patient was diagnosed with
AD 6 years ago and recently moved in with her daughter.
She was previously on an acetylcholinesterase inhibitor,
donepezil, and an N-methyl-D-aspartate receptor antago-
nist, memantine, meant to reduce symptoms and manage
behaviors. After demonstrating clinical worsening, the AD
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medications were discontinued. At baseline, she is interac-
tive and alert, but not oriented. Over the past few days, the
family noticed Mrs D. was “not acting like herself.” She de-
veloped a worsening cough and fever. On presentation,
she was unable to answer questions. Mrs D. was tachypneic
and febrile. Her white blood count was 23 000 with a left
shift, a sign of an active infection. Her chest x-ray showed
a right lower lobe consolidation concerning for aspiration
pneumonia. Mrs D. was admitted to the inpatient service
for an overnight stay and was started on intravenous (IV) an-
tibiotics and fluids. The admitting team ordered a swallow
study to fully work up the diagnosis. Mrs D. then failed a
bedside speech evaluation performed by nursing staff. A for-
mal swallow evaluation in radiology performed by speech
therapy was ordered. Mrs D. was to be NPO, or nothing by
mouth, until her swallow evaluation was completed.

Mrs D.’s family was understandably upset and confused
as to why their mother could not eat or drink, because she
was eating and drinking well prior to the last few weeks.
They were not able, however, to provide a diet history.
They mention she occasionally coughed when eating and
had overall decreased intake of food. They also noted that
Mrs D. would hold food in the sides of her mouth that she
would not swallow. Additionally, when asked, they said,
“Now that you mention it, we think she has lost about
15 Ib over the past few months.” They were hopeful she
would pass the swallow study and return home.

BACKGROUND

Typical Trajectory of AD

The trajectory of AD is characterized by a gradual reduc-
tion in cognitive function, leading to complete dependency
on caregivers for activities of daily living. One expert sug-
gested the median survival time after diagnosis is 3 to
12 years.®> Another noted the advanced AD lasts from
6 months to 2 years* and is characterized by limited ability
to perform basic functions such as speaking, maintaining
body posture, and smiling. Although executive function
and memory are first affected, patients with AD usually de-
velop the inability to maintain their hydration and nutri-
tional status without intervention. The experts agree that
eating difficulties are inevitable.” In 2009, Mitchell et al®
provided an often-quoted description of AD as a terminal
disease. The article of Mitchell et al® remains the best de-
scription of many of AD’s features, and we will cite their
work when unable to find more recent data. They reported
that 86% of patients with advanced AD experience diffi-
culty with oral feeding in the form of loss of interest in eat-
ing and/or dysphagia.® Likewise, the incidence of eating
problems in patients with AD increases with time in a pre-
dictable and gradual fashion (Figure 1) with changes in
the care and the intensity of caregiving required at each
juncture of the disease. The onset of feeding problems
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FIGURE 1. Overall mortality and the cumulative incidences of pneumonia,
febrile episodes and eating problems in nursing home residents with
advanced dementia. From Mitchell et al.®®'%3% Copyright © 20009.
Massachusetts Medical Society. Reprinted with permission from
Massachusetts Medical Society.

is, unfortunately, inevitable in the course of AD. Often-
times, the complications related to aspiration pneumonia
characterize advanced AD and ultimately lead to death.
As eating problems increase, so do episodes of pneumonia
and overall mortality. The appreciation of this relationship
is vital to understanding the characteristic trajectory of AD.
The 6-month mortality rate for patients with advanced AD
and eating problems is 38.6%. Figure 2 illustrates the rela-
tionship between the onset of feeding problems and over-
all survival, and the results are predictable and follow the
expected overall trajectory of the disease. Importantly, it
is the observable signs of feeding problems and resulting
complications, which are most disturbing to caregivers
and loved ones, understandably fueling their search for
possible mitigating strategies, such as feeding tubes. These
authors did not discuss Involuntary Weight Loss (IWL) in
their article.®

Alzheimer’s dementia follows a pre-
dictable and gradual trajectory that

will evolve over time.

Using the Functional Assessment and GDS Scales
The FAST (Functional Assessment Scale; Table 1) and GDS
(Global Deterioration Scale) are used by healthcare profes-
sionals to identify the stages of dementia with a score of 7a
indicative of advanced AD.”® Healthcare professionals often
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FIGURE 2. Probability of survival (days) no eating problems/eating
problems. From Mitchell et al.*®">3* Massachusetts Medical Society.
Reprinted with permission from Massachusetts Medical Society.

use these scales to monitor a patient’s AD as it progresses
and to predict life expectancy. Mitchell” demonstrates the
use of the FAST to assist family in establishing the goals of
care, noting the most common clinical complications requiring
management decisions in advanced AD are eating prob-
lems and infections.

Involuntary Weight Loss
Other reports expand the discussion of eating problems in
advanced AD. It is notable that observations about IWL and
interventions to minimize it were made in the mid-1980s.
In 2006, Johnson et al'® concluded that weight loss may
be a preclinical indicator of AD. Yet, in 2010, Inelman et al*!
noted that researchers were still asking the question: is TWL
a cause or a consequence of AD? Using animal models, a
neuroscience researcher in 2014 suggested that leptin, an
anorexigenic or appetite-inhibiting hormone, might be in-
volved in the development of AD and also the progressive
deterioration of the individual with AD.'? The authors pro-
posed a novel mechanism where leptin resistance, which
occurs as a component of the overall metabolic dysregula-
tion seen in obesity, and decreased leptin levels seen in un-
derweight individuals with advanced AD both contribute
to impaired brain function and to cognition. Furthermore,
they suggested that the characteristic AB (B amyloid) and
tau accumulation seen in AD may impair leptin signaling
and transport across the blood-brain barrier and thus con-
tribute to the overall progression of AD.'? If this relation-
ship proves to be relevant in humans, it could lead to the
development of novel therapeutic interventions with impli-
cations for diagnosis and prevention of AD.

And as the scientists were looking for a mechanism,
Venturelli et al'® found that people with AD consuming
an institutionalized diet had reduced body mass regardless
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of their energy intake or metabolism. Factors such as hypo-
albuminemia, number of medications taken by the patient,
and hypercortisolism also contributed to IWL in a manner
that was inconsistent between genders. These researchers

LP-:ITd Functional Assessment Staging

(FAST)
Characteristics of Stage
1 No difficulty either subjectively or objectively
2 Complains of forgetting placement of objects.

Subjective work difficulties.

3 Decreased job functioning evident to coworkers.
Difficulty in traveling to new locations.
Decreased organizational capacity.

4 Decreased ability to perform complex tasks (eg,
planning dinner for guests, handling personal
finances, such as forgetting to pay bills, etc)

5 Requires assistance in choosing proper clothing to
wear for the day, season, or occasion (eg, may
wear the same clothing repeatedly, unless
supervised)

6 Occasionally or more frequently over the
past weeks. For the following:

(A) Improperly putting on clothes without
assistance or cueing

(B) Unable to bathe properly (not able to
choose proper water temperature)

(C) Inability to handle mechanics of toileting
(eg, forgets to flush the toilet, does not wipe
properly, or improperly dispose of toilet tissue)

(D) Urinary incontinence

(E) Fecal incontinence

7 (A) Ability to speak limited to approximately <6
intelligible words in the course of an average
day or in the course of an intensive interview

(B) Speech ability is limited to the use of a single
intelligible word in an average day or in the
course of an intensive interview

(C) Ambulatory ability is lost (cannot walk with
personal assistance)

(D) Cannot sit up without assistance (eg, the
individual will fall over if there are not
lateral rests on the chair)

(E) Loss of ability to smile

(F) Loss of ability to hold up head independently

Adapted from Reisberg et al.”®

Volume 55, Number 5, September/October 2020

Copyright © 2020 Wolters Kluwer Health, Inc. All rights reserved.



noted their results may not be generalizable to community
dwelling persons.

Although TWL continues through the course of AD, even
accelerating in advanced AD, in 2017 Hendriks'* documented
that individuals with advanced AD have a diminished sense
of hunger and thirst. This symptom is difficult for families to
understand as a predictable event in the course of AD. The
provision of food and fluids is viewed almost universally as
a primary component of care for the sick and dying.
Firnhaber and Roberson’s'® review of the literature found
nursing home residents, family members, and even health-
care providers often view both failing to initiate and
discontinuing attempts to deliver nutrition and hydration
by every means possible as poor care, neglect, or abandon-
ment. Furthermore, regulatory and institutional policies, de-
signed primarily to ensure provision of adequate nutrition
and hydration for all nursing home residents, may inadver-
tently impose standard requirements that may not be in
the best interest of a resident with advanced AD."> Observa-
tional studies do not show any benefits of tube feeding in
persons advanced AD, leading to the recommendation that
they not be initiated.”

Weight loss continues throughout the
course of the disease, accelerating in

the last year of life.

Researchers note that some reasons for IWL may be ad-
dressed with dietary interventions designed to reduce mor-
bidity and improve quality of life. Typical strategies used
include ensuring access to food (eg, home-delivered meals,
other senior meal programs for community-dwelling
elderly, weight-monitoring policies for those living in nursing
homes, use of appetite-enhancing medications and nutri-
tional supplements, and treatment of oral health conditions
or dysphagia). Additionally, providing assistance for individ-
uals who forget to eat, can no longer prepare foods, or are
unable to use regular utensils has been attempted. These
interventions may help to prevent weight loss during early
stages of AD but may not be effective in advanced
AD.'>1%1 Our own clinical experiences support this view.
Even so, there are continuing efforts, particularly during
early-stage AD,?’ to see if interventions such as nutritional
supplementation, medical foods, pharmacotherapy, or
tube feeding can slow the weight loss and lead to different
outcomes in advanced AD. Large, randomized controlled
trials investigating the effectiveness of these interventions
are sparse, as evidenced by the results of a meta-analysis
and systematic review, which was unable to establish rela-
tionships between specific interventions and mitigation of
feeding problems in dementia. It should be noted that
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even with broad criteria, such as including all stages of de-
mentia or mild cognitive impairment, few studies were
able to be included in this analysis, necessitating further,
larger-scale trials to draw further conclusions regarding
the effectiveness of specific interventions; however, the
authors included a summary of promising interventions,
which may guide further research.!

Testing and Treating Dysphagia

Up to one-third of people with advanced AD have swal-
lowing difficulty or dysphagia, which may lead to IWL,
malnutrition, pneumonia, and death.?* In a typical dyspha-
gia evaluation, the patient is observed at the bedside swal-
lowing different liquids with and without the use of a straw
to look for signs of choking, coughing after drinking,
drooling, and ability to clearly speak after drinking water.
A patient found to have difficulty in the bedside swallow
testing would undergo more formal testing to evaluate
swallowing function—a VFSE (video fluoroscopic swal-
lowing examination) by speech pathologist and radiolo-
gist. The evaluation involves having the patient swallow
items mixed with barium and of different thickness and
textures ranging from a cookie to water. An x-ray is per-
formed while the patient is swallowing, allowing the radiol-
ogist to follow the item as it travels the esophagus to
monitor for aspiration. If the patient aspirates, speech pa-
thology typically recommends the diet texture and liquid
consistency and consults the registered dietitian nutritionist
(RDN) for diet order or prescription. In advanced AD, diet
restrictions are not usually practiced. The RDN would in-
clude this in the nutrition assessment and plan and would
be available to discuss with the patient and family. Our fa-
cility is currently using the National Dysphagia Diet*> but
has started the transition to the new International Dyspha-
gia Diet Standardization Initiative framework for individ-
uals with dysphagia of all ages, in all care settings, and
for all cultures would be followed.**

If the patient aspirates on the first try with a cracker, the
speech pathologist is likely to recommend use of an alter-
nate nutrition route such as a nasogastric (NG), percuta-
neous endoscopic gastrostomy (PEG), or percutaneous
endoscopic jejunostomy tube.

If a patient aspirates any food source, this can lead to in-
fection such as pneumonia.?* In the elderly population,
pneumonia can present as altered mental status as seen
in the aforementioned case. If a patient is found to have
pneumonia thought to be caused by aspiration, a swallow
study is typically ordered. A person who fails a swallow test
is at risk of an aspiration pneumonia, which is treatable
with oral or IV antibiotics. If a person chooses not to pursue
antibiotics, signs and symptoms of the infection such as
shortness of breath can be treated with palliative care
methods. Methods for modifying the texture of foods are
described by Batchelor-Murphy et al,* although a 2017
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systematic review of using texture-modified food and
fluids in people living with dementia in residential care fa-
cilities has not been shown to have an impact on clinical
outcomes including aspiration pneumonia.?® These au-
thors suggest that texture-modified food and fluids may
lead to poorer intake of food and fluids due to poor
acceptance.

Are Feeding Tubes the Answer for IWL or
Aspiration in Advanced AD?

Two systematic literature reviews examining the role of
tube feedings in advanced AD failed to find evidence
supporting long-term survival or improved quality of life.*!”
In fact, patients with advanced AD and a feeding tube expe-
rienced higher rates of restraint use, increased emergency
department visits, and overall lower well-being scores.”’
Others, too, have documented increased suffering and dis-
comfort in patients and increased use of restraints.*® Fur-
thermore, their caregivers experienced increased levels of
caregiver burden.'® The ABIM Foundation’s “Choosing
Wisely Initiative” (www.choosingwisely.org) published a
patient report entitled, “Feeding Tubes for People With
Alzheimer’s Disease; When You Need Them—and When
You Do Not.” They recommend offering oral assisted feed-
ing instead for people with advanced AD.*

Some PEG tubes, although rarely,
are still placed without a clear clini-
cal indication due to disposition con-

cerns andlor social pressures.

Patients’ families often are tasked with the difficult deci-
sion of whether to pursue artificial means of nutrition and
hydration. At one time, an estimated one-third of nursing
home patients with dementia underwent the placement
of a feeding tube.?” In a 2009 study,® only 1 in 3 (32.5%)
of healthcare proxies reported that a physician had
discussed the trajectory of dementia and the likely compli-
cations, including feeding problems and IWL that their
loved one would experience. We did not find an estimate
for the rate of tube placements any more recent than
2003. Although, Teno et al’® in 2012 found that only 5.4%
of around 36 000 nursing home residents with advanced
AD had a feeding tube placed and reported providing only
a minimal difference in survival benefit in comparison to
those without. In the absence of other literature reports,
we queried our surgical colleagues about the rate of tube
placements in our facility. The practice in the overwhelm-
ing majority of cases is not to place a PEG tube. However,
some PEG tubes, although rarely, are still placed without a
clear clinical indication due to disposition concerns and/or
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social pressures. The practice may vary across regions and
facilities and may differ with the presence of a well-
organized and integrated palliative care program.

The difficulty but importance of addressing these deci-
sions, even for healthcare providers not directly involved
in decisions, should not be overlooked. One study of nurs-
ing staff providing end-of-life care in a nursing home found
they too struggled with knowing how best to address and
support feeding issues and decisions. They reported using
a variety of creative efforts to maintain oral intake and com-
municating issues to family members and medical providers
when they arose or changed. Their actions were impacted
by their personal beliefs and experiences, relationships they
had with the individual residents and their family members,
organizational culture, and the nature of these feeding issues
near the end of life."> We will discuss alternatives to feeding
tubes in advanced AD later in this article.

Putting the Advance in Advance Care Planning
There are many different resources to help individuals and
their families make informed choices about end-of-life
care. The National Institutes of Aging®' provides a clear dis-
cussion of advance care planning (ACP) and health care di-
rectives, as well as legal and financial planning for people
with AD at their website (https://www.nia.nih.gov/health/
legal-and-financial-planning-people-alzheimers). Unfortu-
nately, conversations regarding ACP are often initiated
when the patient is hospitalized, actively dying, or refusing
oral intake. It is imperative that healthcare teams discuss
with patients and their families the expected disease trajec-
tories early after diagnosis, including the goals expected of
all care choices available. In the event that the discussions
were not accomplished in the early stages of AD, the dis-
cussion should still be held with the patient’s proxy. In a
study of nursing home patients with feeding difficulty,
IWL was found to be an independent predictor of death.??
If this observation is generalizable, it demands that the
goals of care must be discussed.

In order to easily facilitate ACP, a physician orders for
life-sustaining treatment (or a POLST) form® can be used
to record a patient’s treatment wishes, taking into consider-
ation values and beliefs, diagnosis and prognosis, and
treatment options, including the benefits and burdens of
those treatment options. In our state, the medical orders
for scope of treatment (or a MOST) form> is recognized
(https://info.ncdhhs.gov/dhst/EMS/pdf/ncmostform.pdp).
It is easily completed in one visit, requiring only the pro-
vider and patient or proxy signature. It covers topics such
as code status, medical interventions, and desire for antibi-
otics, IV fluids, and artificial nutrition. Most experts suggest
counseling the patient and family that there are few studies
to support the belief that tube feeding is beneficial.>> Re-
gardless of the method of feeding, the risk of aspiration
and aspiration pneumonia is still present. The healthcare
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team should discuss and document with families what
treatment they may choose (eg, antibiotics or palliative
care) for shortness of breath or other symptoms of infection.
If a patient has failed a swallow study, they will likely de-
velop a pneumonia at some point in the future.

Healthcare professionals, too, should prepare them-
selves to provide the best possible care to the patients
and their caregivers. The Academy of Nutrition and Dietet-
ics has position papers describing the role of the RDN and
the interprofessional team in assisting patients and their
caregivers in making and honoring informed choices re-
lated to feeding in advanced AD.>*37 There are also other
guides, for example, a 12-step program to developing
dementia-capable healthcare.®® Regarding tube place-
ments, Chung®” suggested that the interventional radiolo-
gist who places the tube is obligated to ensure a full
discussion of the disease trajectory, risks, benefits, and in-
dications for the procedure that has occurred.

There are investigators working to improve ACP in hopes
of improving healthcare proxies’ understanding of end-of-
life care. Videos can show the realities of tube feedings as
well as comfort feedings. To date, ACP interventions have
had mixed responses, and more work is needed.**#!

It would be good for healthcare providers to read the ar-
ticles and books caregivers publish about their journey
with their mother, father, spouse, or loved one. Healthcare
professionals need to understand what dementia does to
the person who lives with the condition as well as their
caregivers. A long-standing favorite of many providers is
The 36-Hour Day, now in its sixth edition.** We also rec-
ommend Nicci Gerrard’s The Last Ocean. A Journey
Through Memory and Forgetting.®

What Are the Alternatives to Feeding Tubes?

The AGS** position paper states careful hand feeding
should be offered because hand feeding has been shown
to be at least as good as tube feeding for the outcomes of
death, aspiration pneumonia, functional status, and com-
fort. Hand feeding requires skills including (1) managing
dysphagia and risk for aspiration, (2) interpreting and man-
aging feeding behaviors, and (3) promoting independence
in eating.*” There are few reports directly comparing out-
comes from tube and assisted methods; however, a study
in Taiwan™ comparing assisted hand feeding versus NG
feeding did show there was not an increased rate of hospital-
ization among patients who received assisted hand feeding.
In fact, they found a trend of increased risk of pneumonia
in patients receiving NG feeding. Batchelor-Murphy et al®®
provide a detailed description of hand feeding techniques.
Earlier,® they found that direct hand, over hand, and under
hand all took about the same time but that under hand and
direct hand better managed feeding behaviors such as turn-
ing the head away and clamping the mouth shut. Some in-
dividuals with AD may have advance orders that stipulate

Volume 55, Number 5, September/October 2020

feedings stop in advance dementia. The ethics subcommit-
tee of the Society for Post-Acute and Long-term Care Med-
icine provides arguments for and against Stopping Eating
and Drinking by Advance Directives in individuals with
advanced AD.*” They suggest those orders not be imple-
mented as long as the individual is willingly accepting food
and drink—that comfort feeding be provided. The AGS fur-
ther recommends that efforts to enhance oral feeding by al-
tering the environment and creating individual-centered
approaches to feeding should be part of usual care for older
adults with advanced AD. Some physicians recommend the
adoption of specific orders, such as comfort feeding-only or-
ders, which would guide caregivers to offer food and liquid
as long as it is not distressing, enjoyable, and comfortable.
The “comfort” in comfort feeds has a 2-fold meaning, empha-
sizing that eating does not become distressing to the indi-
vidual as well as the goal of feeding. Comfort feeding—only
orders allow the individual the social closeness by allowing
careful handing feeding from a caregiver but discontinuing
the feed at signs of distress. The patient should not be force
fed, and the least invasive method should be used while
continuing to interact with the patient.**>! The authors of
a Cochrane Review" conducted to identify what environ-
mental and behavioral modifications improved food and
fluid intake in people with dementia concluded that there
were only a few and only small studies, with design flaws
including failure to identify the stage of AD. This did not al-
low them to identify effective interventions. Published after
the Cochrane review was a study of a nurse-guided hand
exercise program in patient with AD that demonstrated
improved feeding behavior end points.”!

We acknowledge that not all agree that tube feedings
are wasteful or unnecessary procedures. Lynch®? argues
that guidelines promoting careful hand feeding are based
on studies that are flawed and lead to underestimating
the benefit and exaggerating the burdens of tube feeding.
Also, a recent Japanese study cited a significant survival in-
crease of 23 months in patients with advanced AD who re-
ceived feeds through a PEG or NG tube compared with
2 months in patients of a similar stage without tube feeds.>
One head-to-head study found the PEG tube feeding gave
greater survival than the NG tube feeding.>* These reports
give little information, however, about factors such as pa-
tient comfort and dignity, quality of life, patient functional-
ity, hospitalizations, and emergency department visits. We
agree with the number of major medical societies and orga-
nizations, including the AGS, that tubes should be placed
in patients with advanced AD only rarely, if at all, and that
these studies do not overshadow the overwhelming evi-
dence and recommendations set forth by them. Because
of the limited amount and the quality of the evidence, we
are left to recommend an interprofessional approach be
used in feeding patients with advanced AD.?” We suggest
including caregivers and a variety of professionals including
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RDNs, speech therapists, occupational therapists, nurses,
and physicians for individuals receiving care at home or
in a residential facility.

We agree with the number of major
medical societies and organizations,
including the AGS, that tubes should
be placed in patients with advanced

AD only rarely, if at all.

CASE REVISITED

Mrs D. underwent a formal video swallow evaluation and
failed. Speech therapy recommended an alternative form
of nutrition such as an NG tube or PEG tube. The physician
noted temporal wasting, a component of the comprehen-
sive nutrition assessment, which indicated malnutrition.
Unfortunately, ACP had not occurred. Her family was pre-
sented with all options, including short-term NG, PEG ver-
sus percutaneous endoscopic jejunostomy, or hospice
with comfort feeds. Mrs D.’s family asked questions related
to how comfort care would proceed if she were discharged
home with hospice. The physician counseled the patient’s
family that Mrs D. could eat and drink for comfort, knowing
that the risk for aspiration pneumonia remained. The family
was given patient education materials and the opportunity
to talk with the hospital RDN about an appropriate eating
plan. Her shortness of breath, pain, and anxiety would be
treated to promote her comfort and dignity. Her fever would
also be treated, if one developed it as a result of an infection.
The physician reviewed the lack evidence with the family
regarding PEG tube placement in people with advanced
AD, noting that neither the quality of life nor longevity has
been shown to improve with such an intervention. All care
would be delivered at home, unless her symptoms were un-
able to be adequately managed in that setting, at which
point she could be transferred to inpatient hospice. After
much discussion with the family, the healthcare proxy com-
pleted a MOST form and decided to initiate hospice care
with comfort feeds.

SUMMARY

We summarized current literature addressing feeding the
individual with advanced AD. Unfortunately, there con-
tinues to be a void in the literature describing the preva-
lence of tube feeding and effective strategies when caring
for these individuals. We feel it is imperative for physicians
and other healthcare providers working in the field of de-
mentia to be prepared to counsel patients and families on
the expected disease trajectory and anticipated stages of
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health decline. Informed and well-thought-out decisions
can be made regarding goals of care and avoidance of un-
necessary interventions in advanced AD. We agree with
the evidence cited previously that feeding tubes likely do
not improve the quality of life or the survival of patients
with advanced AD.

Feeding the Patient With Advanced AD
Post—COVID-19 Outbreak
Since the acceptance of this article, the environment sur-
rounding ACP and care of the elderly has been greatly
impacted by COVID-19. The AMDA>® provided recom-
mendations for “Caring for Post-Acute and Long-term
Care Residents With Dementia During the COVID-19
Outbreak.” The Alzheimer’s Association’s document,
“Emergency Preparedness: Caring for Persons Living
With Dementia in a Long-term or Community-Based
Care Setting” provides additional suggestions that also
may be applicable to those being cared for at home.”®
Nursing homes and assisted-living facilities have been
on lockdown with no one other than staff allowed to en-
ter. Prior to COVID-19, residents in one of our local
memory units, who did not require significant assistance
with eating, ate family style. At the time of this writing,
the practice continues as staff recognize the importance
of the social and emotional benefits of eating along with
the goal of promoting independence. They are bringing
fewer residents to the table at any given time. In some fa-
cilities, all group dining has been suspended completely
and residents eat in their rooms. There are obstacles to
providing care such as comfort feeding with family and
other personal caregivers restricted from assisting. Fam-
ily members, too, feel loss of control to ensure their
loved one is eating and drinking. Additionally, masks
worn by all staff of facilities make it more difticult to commu-
nicate with and treat individuals with advanced AD. And al-
though family members might be able to FaceTime or have
window visits, it is difficult for residents who are nonverbal.
We are aware that major disruptions have occurred in the
lives of those providing care to individuals at home as well.
We would again stress the importance of ACP as well as
open conversation with patients and their family members
regarding end-of-life care with any disease state or situation.

Acknowledgments

The authors acknowledge Jana L. Schellinger, ECU Health Sci-
ences librarian, for her contributions to this article and Gina
Firnhaber PhD, RN ECU, College of Nursing, and Tae J. Lee MD, Vidant
Health, for their review of the manuscript.

REFERENCES

1. Lee TJ, Kolasa KM. Feeding the person with late-stage Alzheimer’s
disease. Nutr Today. 2011;40(2):75-79.

2. American Geriatrics Society Ethics Committee and Clinical Prac-
tice and Models of Care Committee. American Geriatrics Society
feeding tubes in advanced dementia position statement. J Am
Geriatr Soc. 2014;62(8):1590-1593.

Volume 55, Number 5, September/October 2020

Copyright © 2020 Wolters Kluwer Health, Inc. All rights reserved.



10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

. Todd S, Barr S, Roberts M, Passmore AP. Survival in dementia and

predictors of mortality: a review. Int | Geriatr Psychiatry. 2013;28:
1109-1124.

. Goldberg LS, Altman KW. The role of gastrostomy tube place-

ment in advanced dementia with dysphagia: a critical review.
Clin Interv Aging. 2014;9:1733-1739.

. Bales CW. The relationship of body mass to survival in persons

with dementia: a nutritionist's viewpoint. JAMDA. 2015;16:81-82.

. Mitchell SL, Teno JM, Kiely DK, et al. The clinical course of ad-

vanced dementia. N Engl J Med. 2009;361(16):1529-1538.

. Reisberg B. Functional Assessment Staging (FAST). Psychopharmacol

Bull. 1988;24(4):653-639.

. Reisberg B, Jamil IA, Khan S, et al. Staging dementia. In: Abou-

Saleh MT, Katona C, Kumar A, eds. Principles and Practices of
Geriatric Psychiatry. 3rd ed. New York: John Wiley & Sons
LTD; 2011:162-169.

. Mitchell SL. Clinical practice. Advanced dementia. N Engl ] Med.

2015;372(26):2533-2540. doi:10.1056/NEJMcp1412652.

Johnson DK, Wilkins CH, Morris JC. Accelerated weight loss may
precede diagnosis in Alzheimer disease. Arch Neurol. 2006;63:
1312-1317.

Inelman EM, Sergi G, Coin A, et al. An open-ended question:
Alzheimer’s disease and involuntary weight loss: which comes
first? Aging Clin Exp Res. 2010;22(3):192-197.

McGuire MJ, Ishi M. Leptin dysfunction and Alzheimer's disease:
evidence from cellular, animal, and human studies. Cell Mol
Neurobiol. 2016;36:203-217.

Venturelli M, Ce E, Limonta E, et al. Possible predictors of involun-
tary weight loss in patients with Alzheimer’s disease. PLoS One.
2016;11(6):¢0157384.

Hendriks SA. Understanding the Clinical Course of Dementia. A
Search to Optimize Palliative Care for Nursing Home Residents.
Amsterdam, the Netherlands: Vu University Med Center; 2017.
ttps://research.vu.nl/ws/portalfiles/portal/42577616/complete+
dissertation.pdf. Accessed January 26, 2020.

Firnhaber GC, Roberson DW. East Carolina University. College of
Nursing. Nursing Staff Participation in End of Life Nutrition and
Hydration Decision Making Processes in a Rural Nursing Home.
Greenville, NC: East Carolina University; 2017: https://thescholarship.
ecu.edu/handle/10342/6500. Accessed February 8, 2020.
Shatenstein B, Kergoat MJ, Reid I, Chicoine ME. Dietary interven-
tion in older adults with early-stage Alzheimer dementia: early les-
sons learned. J Nutr Health Aging. 2008;12(7):461-469.

Smith KL, Greenwood CE. Weight loss and nutritional consider-
ations in Alzheimer disease. J Nutr Elder. 2008;27(3-4):381-403.
Bentur N, Sternberg S, Shuldiner J, Dwolatzky T. Feeding tubes
for older people with advanced dementia living in the community
in Israel. Am J Alzbeimers Dis Other Demen. 2015;30(2):165-172.
Ying 1. Artificial nutrition and hydration in advanced dementia.
Can Fam Phys. 2015;61(3):245-248.

Franx BAA, Aroldussen TAC, Kiliaan AJ, Gustafson DR. Weight
loss in patients with dementia: considering the potential impact
of pharmacotherapy. Drugs Aging. 2017;34:425-430.
Abdelhamid A, Bunn D, Copley M, et al. Effectiveness of interven-
tions to directly support food and drink intake in people with demen-
tia: systematic review and meta-analysis. BMC Geriatr. 2016;16:26.
Goes VF, Mello-Carpes PB, de Oliveira LO, Hack J, Magro M,
Bonini JS. Evaluation of dysphagia risk, nutritional status and ca-
loric intake in elderly patients with Alzheimer's. Rev Latinoam
Enfermagem. 2014;22(2):317-324.

American Dietetic Association National Dysphagia Diet Task
Force. National Dysphagia Diet. Chicago IL: American Dietetic
Association; 2002.

International Dysphagia Diet Standardization Initiative. What is
the IDDSI Framework? 2016. www.iddsi.org. Accessed February
10, 2020.

Volume 55, Number 5, September/October 2020

25.

26.

27.

28.

29.
30.

31.

32.

33.

34.

30.

37.

38.

39.

40.

41.

42.

43.

44.

45.

40.

47.

Batchelor-Murphy MK, Steinberg FM, Young HM. Dietary and
feeding modifications for older adults. A/N. 2019;119(12):49-57.
Painter V, Le Couteur DG, Waite LM. Texture-modified food and
fluids in dementia and residential aged care facilities. Clin Interv
Aging. 2017;12:1193-1203.

Mitchell SL, Teno JM, Roy J, Kabumoto G, Mor V. Clinical and or-
ganizational factors associated with feeding tube use among nurs-
ing home residents with advanced cognitive impairment. JAMA.
2003;290(1):73-80.

Smith L, Amella EJ, Nemeth L. Perceptions of home health nurses
regarding suffering, artificial nutrition, and hydration in late-stage
dementia. Home Healthc Now. 2016;34:478-484.

ABIM Foundation. Choosing Wisely Initiative. https://abimfoundation.
org/what-we-do/choosing-wisely. Accessed February 23, 2020.
Teno JM, Gozalo PL, Mitchell SL, et al. Does feeding tube insertion and
its timing improve survival? J Am Geriatr Soc. 2012;60(10):1918-1921.
National Institute on Aging. Advance care planning: health care
directives. https://www.nia.nih.gov/health/legal-and-financial-
planning-people-alzheimers. Accessed January 26, 2020.
Hanson LC, Ersek M, Lin FC, Carey TS. Outcomes of feeding prob-
lems in advanced dementia in a nursing home population. J Am
Geriatr Soc. 2013;61:1692-1697.

National POLST. POLST Form. Polst.org. Accessed February 23, 2020.
Health and Human Services NC Department. Medical Orders for
Scope of Treatment (MOST). 2014. https://info.ncdhhs.gov/
dhsr/ems/pdf/ncmostform.pdf. Accessed February 23, 2020.

. Lynch A, Tang CS, Jeganathan LA, et al. A systematic review of

the effectiveness and complications of using nasal bridles to se-
cure nasoenteral feeding tubes. Aust J Otolaryngol. 2018. doi:
10.21037/2j0.2018.01.01.

O'Sullivan Maillet J, Schwartz DB, Posthauer ME, Academy of Nu-
trition and Dietetics. Position of the Academy of Nutrition and Di-
etetics: ethical and legal issues in feeding and hydration. J Acad
Nutr Diet. 2013;113(6):828-833.

Dorner B, Friedrich EK. Position of the Academy of Nutrition and
Dietetics: individualized nutrition approaches for older adults:
long-term care, post-acute care, and other settings. J Acad Nutr
Diet. 2018;118:724-735.

Borson S, Chodosh J. Developing dementia capable health care
systems: a 12-step program. Clin Geriatr Med. 2014;30:395-420.
Chung AM. Percutaneous gastrostomy feeding tubes in end stage
dementia: don't “just do it”. Can Assoc Radiol J. 2012;63:S5-S6.
Mitchell SL, Shaffer ML, Cohen S, Hanson LC, Habtemariam D,
Volandes AE. An advance care planning video decision support
tool for nursing home residents with advanced dementia: a clus-
ter randomized clinical trial. JAMA Intern Med. 2018;178:961-969.
Xie B, Berkley AS, Kwak J, Fleischmann KR, Champion JD, Koltai
KS. End-of-life decision making by family caregivers of persons
with advanced dementia: a literature review of decision aids.
SAGE Open Med. 2018;6:2050312118777517.

Mace NL, Rabins PV. The 36-Hour Day: A Family Guide to Caring
Jor People Who Have Alzheimer Disease, Other Dementias, and
Memory Loss. 6th ed. Baltimore, MD: Johns Hopkins Press Health
Book; 2017.

Gerrard N. The Last Ocean. New York: Penguin Press; 2019.

Am Geriatr Soc. Choosing Wisely Workgroup. Ten things clinicians
and patients should question. Am Geriatr Soc. 2014. Choosewisely.
org. Accessed February 23, 2020.

Batchelor-Murphy MK, McConnell ES, Amella AJ, et al. Experi-
mental comparison of efficacy for three handfeeding techniques
in dementia. ] Am Geriatr Soc. 2017;65(4):e89—€94.

Chou HH, Tsou MT, Hwang LC. Nasogastric tube feeding versus
assisted hand feeding in-home healthcare older adults with severe
dementia in Taiwan: a prognosis comparison. BMC Geriatr. 2020
20:60.

Wright JL, Jaggard PM, Holahan T, Ethics Subcommittee of
AMDA—The Society for Post-Acute and Long-term Care. Stopping

Nutrition Today™ 209

Copyright © 2020 Wolters Kluwer Health, Inc. All rights reserved.


http://ttps://research.vu.nl/ws/portalfiles/portal/42577616/complete+dissertation.pdf
http://ttps://research.vu.nl/ws/portalfiles/portal/42577616/complete+dissertation.pdf
https://thescholarship.ecu.edu/handle/10342/6500
https://thescholarship.ecu.edu/handle/10342/6500
http://www.iddsi.org
https://abimfoundation.org/what-we-do/choosing-wisely
https://abimfoundation.org/what-we-do/choosing-wisely
https://www.nia.nih.gov/health/legal-and-financial-planning-people-alzheimers
https://www.nia.nih.gov/health/legal-and-financial-planning-people-alzheimers
http://Polst.org
https://info.ncdhhs.gov/dhsr/ems/pdf/ncmostform.pdf
https://info.ncdhhs.gov/dhsr/ems/pdf/ncmostform.pdf
http://Choosewisely.org
http://Choosewisely.org

48.

49.

Eating and Drinking by Advance Directives (SED by AD) in
Assisted Living and Nursing Homes. J Am Med Dir Assoc. 2019;
20:1362-1300.

Arcand M. End-of-life issues in advanced dementia: part 2: man-
agement of poor nutritional intake, dehydration, and pneumonia.
Can Fam Phys. 2015;61:337-341.

Palecek EJ, Teno JM, Casarett DJ, et al. Comfort feeding only: a
proposal to bring clarity to decision-making regarding difficulty
with eating for persons with advanced dementia. J Am Geriatr
Soc. 2010;58(3):580-584.

. Herke M, Fink A, Langer G, et al. Environmental and behavioural

modifications for improving food and fluid intake in people with
dementia. Cochrane Syst Rev Interv Version. 2018;7(7):CD011542.
doi:https://doi.org/10.1002/14651858.CD011542.pub2.

. Chen LL, Li H, Chen XH, et al. Effects of hand exercise on eating

action in patients with Alzheimer’s disease. Am J Alzheimers Dis
Other Demen. 2019;34(1):57-62.

52.

53.

54.

Lynch MC. Is tube feeding futile in advanced dementia? LincareQ. 2016,
83(3):283-307. doi:https://doi.org/10.1080/00243639.2016.1211879.
Takenoshita S, Kondo K, Okazaki K, et al. Tube feeding decreases
pneumonia rate in patients with severe dementia: comparison be-
tween pre- and post-intervention. BMC Geriatr. 2017;17:267.

Kumagai R, Kubokura M, Sano A, et al. Clinical evaluation of per-
cutaneous endoscopic gastrostomy tube feeding in Japanese pa-
tients with dementia. Psychiatry Clin Neurosci. 2012;66:418-422.

. AMD. Caring for post acute and long term care residents with de-

mentia during the COVID-19 outbreak. 2020. https://paltc.org/
sites/default/files/Caring%20for%20Residents%20With%
20Dementia.pdf. Accessed April 17, 2020.

. Alzheimer’s Association. Emergency preparedness: caring for

persons living with dementia in a long-term or community-
based care setting. https://www.alz.org/professionals/
professional-providers/coronavirus-covid-19-tips-for-dementia-
caregivers. 2020. Accessed April 17, 2020.

For more than 20 additional continuing education articles related to Nutrition topics, go to NursingCenter.com/CE.

Instructions:

« Read the article on page 202.

« The test for this CE activity must be taken online.
Tests can not be mailed or faxed.

« You will need to create (its free!) and login to your personal
CE Planner account before taking online tests. Your
planner will keep track of all your Lippincott Professional
Development online CE activities for you.

« There is only one correct answer for each question.

A passing score for this test is 14 correct answers.
If you pass, you can print your certificate of earned
contact hours and access the answer key. If you fail,
you have the option of taking the test again at no
additional cost.

« For questions, contact Lippincott Professional Development:
1-800-787-8985.

Registration Deadline: September 2, 2022

Continuing Education Information for Registered
Dieticians and Dietetic Technicians, Registered:
The test for this activity for dietetic professionals is located
online at http://alliedhealth.ceconnection.com. Lippincott
Professional Development (LPD) is a Continuing Professional
Education (CPE) Accredited Provider with the Commission on
Dietetic Registration (CDR), provider number LIOO1. Registered
dietitians (RDs) and Dietetic Technicians, Registered (DTRs) will
receive 1.0 continuing professional education units (CPEUs) for
successful completion of this program/material, CPE Level 2.
Dietetics practitioners may submit evaluations of the quality of
programs/materials on the CDR website: www.cdmet.org. LPD
is approved as a provider of continuing education for the Florida
Council for Dietetics and Nutrition, CE Broker # 50-1223.

Continuing Education Information for Nurses:

Lippincott Professional Development will award 1.5 contact
hours for this continuing nursing education activity.

The test for this activity for nurses is located at
https://nursing.ceconnection.com.

Lippincott Professional Development is accredited as a
provider of continuing nursing education by the American
Nurses Credentialing Center s Commission on Accreditation.
This activity is also provider approved by the California
Board of Registered Nursing, Provider Number CEP 11749
for 1.5 contact hours. Lippincott Professional Development
is also an approved provider of continuing nursing education
by the District of Columbia, Georgia, and Florida CE Broker
#50-1223.

Disclosure Statement:

The planners have disclosed no financial relationships
related to this article.

Payment:

« The registration fee for this test is $17.95.

210 Nutrition Today™

Volume 55, Number 5, September/October 2020

Copyright © 2020 Wolters Kluwer Health, Inc. All rights reserved.


https://paltc.org/sites/default/files/Caring%20for%20Residents%20With%20Dementia.pdf
https://paltc.org/sites/default/files/Caring%20for%20Residents%20With%20Dementia.pdf
https://paltc.org/sites/default/files/Caring%20for%20Residents%20With%20Dementia.pdf
https://www.alz.org/professionals/professional-providers/coronavirus-covid-19-tips-for-dementia-caregivers
https://www.alz.org/professionals/professional-providers/coronavirus-covid-19-tips-for-dementia-caregivers
https://www.alz.org/professionals/professional-providers/coronavirus-covid-19-tips-for-dementia-caregivers

