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The Standard of Caring: Why Do We
Still Use Feeding Tubes in Patients
With Advanced Dementia?

Muiel R. Gillick, MDD, and Angelo E. Volandes, MD

A consensus among geriatricians, ethicists, and neurol-
ogists supports a palliative approach to the care of
individuals with late-stage dementia. But ten years af-
ter the publication of the first large study demonstrat-
ing the lack of efficacy of percutaneous endoscopic
gastrostomy (PEG) tubes in prolonging life for patients
with advanced dementia, and seven years after the
appearance of two articles in major medical journals
arguing that tube feeding should no longer be the
standard of care for individuals with advanced demen-
tia, gastrostomy tubes remain commonplace in this
population. One overlooked reason that many fami-
lies and physicians continue to opt for artificial nutri-

tion is that the case for feeding tubes is a moral one
and not a scientific one. What may be at issue for
families is how best to demonstrate caring, and caring
is not readily amenable to empirical study. A better
approach to family members who want feeding tubes
for the demented is to acknowledge the symbolic
value of nutrition for them and to seek an alternative
means of satisfying the need to feed. (§ Am Med Dir
Assac 2008; 9: 364-367)
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A consensus among geriatricians, ethicists, and neurclogists
supports a palliative approach to the care of individuals with
late-stage dementia. Advanced dementia is increasingly rec-
ognized to be a terminal illness, with life expectancy of less
than 1 year, and interventions such as attempted cardiopul-
monary resuscitation, ventilators, or intensive care unit treat-
ment are not recommended.’ In addition, the development of
difficulty swallowing or the lack of interest in eating is ac-
knowledged 1o be part of the natural history of dementia.? As
a result, guidelines such as those newly issued by the British
Psychological Society and National Institute for Health and
Clinical Excellence (NICE) state that “artificial feeding
should not generally be used in people with severe dementia
for whom dysphagia or disinclination to cat is a manifestation
of discase severity.” These guidelines, along with earlier rec-
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ommendations issued by the American Geriatrics Society,’
reflect the accumulared knowledge about the effectiveness of
tube feeding in the serting of advanced dementia.

But 10 years after the publication of the fist large study
demonstrating the lack of efficacy of percutaneous endoscopic
gastrostomy (PEG) tubes in prolonging life for patients with
advanced dementia,’ and 7 years after the appearance of 2
articles in major medical journals arguing that tube feeding
should no longer be the standard of care for individuals with
advanced dementia,®7 gastrostomy tubes remain common-
place in this population. As the speaker at a recent “Clinical

. Crossroads” asked, “with everyrthing we know about {tube

feeding in advanced demential, why in the world would we be
presenting tube-feeding as an option?”®

FACTORS PROMOTING TUBE-FEEDING

According to the most recent statistics available, the rate of
feeding tube use among patients with advanced dementia
living in nursing homes varies widely from state o state,
ranging from a low of 7% in Maine to a high of 40% in
Mississippi.” It has fallen somewhat from the national average
of 34% reported in 2003, although the decline is not found
in minority populations.'! A large literature has developed
that seeks to explain the barriers to change. Several articles
address patient factors: religion, socioeconomic status, or site
of residence of the person with dementia.'® Other articles
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acldress institutional and regulatory factors, finding that purs-
ing homes with in-house speech therapists have higher PEG
use.'? Sill other articles have identified state statutes that
limiv the ability of health care proxies to authorize withhold-
ing of artificial nutrition as a potential contributor to prevail-
ing practice.” Finally, some investigators have examined the
role of cconomic factors—the way PEG treaument is paid
for—in the hope of explaining the dramatic regional variabil-
ity in the use of feeding tubes in advanced dementia.' Their
conclusion is that states whose Medicaid programs provide
markedly greater reimbussement to nursing homes for the care
of tube-fed residents than hand-fed residents have higher rates
of tube feeding. But all these factors, while clearly a crucial
part of the story, do not fully account for the rate of PEG use
in individuals with advanced dementia.

Another possible explanation for the continued use of
PEGs is that the data that form the case against feeding tubes
are not sufficiently compelling. The landmark 1997 article
analyzing sutvival in 1386 nursing home residents with ad-
vanced dementia and feeding difficulties was an observational
study, not a randomized trial. If our intuition tells us chat
feeding tubes ought to prolong life, even in individuals who
are in the final stage of dementia, then surely we should
demand rigorous proof, not merely a statistical analysis of
government-mandated nursing home data.

But perhaps one overlooked reason that many loving fam-
ilies and caring physicians continue to opt for artificial nuwi-
tion is that the case for feeding tubes is a moral one and not
a scientific one. Clinical experience suggests that family mem-
bers who express concern about “starving” their relatives to
death may not be asking for more data. They may not be
interested in the relative merits of randomized versus obser-
vational studies. They are unlikely to be persuaded by claims
that feeding wbes not only fail to prolong life but also are
ineffective in preventing aspiration pneumonia or pressure
uleers.® These medical outcomes, which can be scientifically
measured, are of interest to physicians; it is not at all clear that
they are important to families. From this perspective, families
will derive little reassurance from a new, better designed scudy
or a multipronged intervention that simultaneously addresses
ench of the factors that has a small but statistically significant
effect on PEG usage.'® What may be at issue for families is
how best to demonstrate caring, and caring is not readily
amenable t empirical study,'®

WHAT MATTERS TO PATIENTS AND FAMILIES
NEAR THE END OF LIFE

What marters to patients near the end of life is not uni-
formly the same as whar physicians identify as important. Pa-
tients want their symptoms to be controlled, they wish to
remain in control, they are concerned about being a burden to
their toved ones, and, what is most readily extrapolated to an
individual with dementia, they wish o be teated respectfully.”

Sognitively intact dying patients ate able to articulate that their
dignity is upheld when health care providers affirm their per-
sonhood.'® Family members echo these concerns arl often
express disappointment with nursing home care precisely be-
cause they find that their relatives are not treated with respect.'”

Determining how best to show respect to an individual
with advanced dementia is difhicult since patients cannot
speak for themselves. Few studies have specifically addressed
how families believe their demented relatives should be cared
for. Specialists in Alzhcimer’s disease who recognize the im-
portance of trying to enhance the well-being of people with
dementia have focused principally on individuals with mild o
moderate discase.”

FEEDING TUBES AS CARING

Quantitative analysis can provide some help in derermining
a standard of caring. Investigators have designed instruments
to measure pairt in advanced dementia®! as well as scales to
assess muldiple dimensions of suffering.*? These tools can in
principle help ascertain whether patients with advanced de-
mentia suffer in the absence of artificial nutrition and hydra-
tion. One stwcly of nursing home residents with severe cogni-
tive impairment and pneumonia found that symptoms of
discomfort diminished as death approached, even in the ab-
sence of artificial nutrition, but the study was small, uncon-
trolled, and restricted to individuals with pneumonia.’® But
studies purporting to measure suffering with and without a
feeding tube arc likely to be helpful to families only if they
clearly show that withholding nutrition increases suffering. If
tube feeding is not necessary to prevent suffering-—as extrap-
ofation from patients dying of cancer suggests>*—it could
ponetheless demonstrate caring and preserve dignity.

Feeding has symbolic significance in our culture. For many
families, arguing that the loss of the ability to swallow or of
interest in food is part of the dying process is an insufficient
reason for withdrawing or withholding artificial nutrition, Stat-
ing that the appropriate goal of care for the individual with
advanced dementia is comfort rather than life-prolongation
also misses the point: the family’s goal in many instances is
precisely to maximize comfort. The question is how best o
achieve their goal, how to demonstrate caring, respect, and
love. It is this question that cannot readily be answered by

scientific studies.

The standard of caring is defined by social and cultural
norms. In 21st century America, we assume that individu-
als with advanced dementia should be kept warm and
clean, even though we have no data that demonstrate con-
clusively that people with profound cognitive impairment
experience being cold as uncomfortable or are bothered by
heing unkempt or dirty. We take it for granted that those with
dementia should be kept clothed and insist on covering indi-
viduals who repeatedly remove their clothes. We argue that
an elderly person should remain dressed to preserve his dig-
pity, even though patients with dementia often disrobe, pre-
sumably with no loss of dignity. When we claim to be showing
respect for the person, we mean that being dressed is of
symbalic significance.

Mast families show their love for their demented relative—or
for the person she once was—through physical affection:
hugs, kisses, caresses. We do not expect the medical profession
to perform studies purporting to show that Alzheimer’s pa-
tients are, say, less susceptible to upper respiratory infections
if they are hugged 3 thmes a day than if they are not. More-
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over, if a carefully conducted study definitively demonstrated
that hugging has no effect on the immune system, no daugh-
ter would stop hugging her demented mother.

Beyond these accepred norms—maintaining warmth and
cleanliness and showing affection—the standard of caring is
in flux, For some families, administering antibiotics in the
serting of an infection is a sign of respect for it involves
treating the person with Alzheimer's disease exactly as she
would be treated if she did not have dementia. For others,
pneumonia is truly the old man's friend, and combating it
with medication is a burdensome way of prolonging a period
of intolerable suffering. For some families, providing nutrition
is an essential element of caring, even if it can only be
administered artificially, via a gastrostomy tube. For others,
use of a feeding tube in a person in the final stage of Alzhel-
mer’s disease is a burdensome technological intervention with
little medical benefit.

Until we achieve a broader consensus on what constitutes
the appropriate way to care for patients with dementia—and
in a pluralistic society whose members have differing values
and beliefs, such a consensus may never be achieved-—some
families {and physicians) will continue to advocate feeding
this group. Ideally, an agreed upon standard of care will be
developed, perhaps using the consensus conference approach
successfully employed by the National Institutes of Health o
evaluate a variety of types of treatment. Once a standard of
care is adopted, implementation will require the Centers for
Medicare and Medicaid Services to reimburse treatments only
if they meet that standard. Surely tube feeding would not be
regarded as “reasonable and necessary,” the statutory hasis for
Medicare coverage, if it were rejected by a consensus confer-
ence defining appropriate care for individuals with advanced
dementia.

Until such a standard of care is established, and until
reimbursement is tied to conformity with that standard, as
already is the case for a procedure such as pacemaker inser-
tion, we will need to find satisfactory ways to respond when a
family requests a technical intervention that medical profes-
sionals regard as unjustified. Physicians typically argue that
medical interventions should have measurable medical benefit.
Tube feeding, as one commentator put it, has nothing to do
with apple pie and motherhood, Tube feeding should be
assessed physiologically, not cultrally.”” But is it true that
we can so neatly separate the physiologic from the cultural,
the technical from the symbolic? Rejecting tube feeding on
the grounds that it does not work is just the lavest instance of
physicians attempting to invoke futility in place of moral
argument. What we learned with the first generation of futil-
ity disputes is thar physicians typically wy to invoke futility in
order to unilaterally refuse medical interventions they be-
lieved to be inappropriare: they hope to substitute a technical
argument for a moral one, asserting the interventions were
ineffective.”*#7 In the best-known futility case, physicians
attempted 1o remove the respirator from 88-year-old Helga
Wanglie, who was in a persistent vegetative state, on the
grounds that it was nonbeneficial. In fact, Wanglic’s respirator
was not “physiologically futile”; the problem was thar Mrs.
Wanglie’s husband disagreed with her physicians about

whether the goal of treatment—maintaining her life in a
persistent vegetative state—was reasonable.?®

A MORAL RESPONSE TO THE FEEDING DILEMMA

A better approach to family members who want feeding
tubes for the demented is to acknowledge the symbolic value
of nutrition for them and to seek an alternative means of
satisfying the need to feed. Hand feeding is one strategy, and
when the individual with dementia will eat if fed—albeit
typically only very slowly, then this is the approach of choice.
It is very labor-intensive and difficult to implement in the
nursing home, where many individuals with advanced demen-
tia live, but with a modified reimbursement system for nursing
home care, it may be feasible. For those individuals who
-annot be hand fed, either because they will not allow it or
because their swallowing dysfunction is so profound, physi-
cians will need to offer something else that meets the family's
psychological need. We will need to create Ensure lollipops,
for those who can use them, or sublingual high-calorie drops,
for those who cannot swallow. This approach responds to the
symbolic need for nutrition without subjecting an uncompre-
hending, frail individual near the end of life to an invasive
technological procedure. It redefines palliative care for the
individual with advanced dementia in a way that acknowl-
edges that the wajectory roward death is different from that of
the typical cancer patient or heart failure patient. It recognizes
that determining the most humane form of care is extremely
difficult in those who, precisely because they are demented,
cannot describe their experience. And it accepts that good
palliative care goes beyond the needs of the patient to en-
compags the concerns of the family,
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