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Abstract

While the medical literature does not support the placement of feeding tubes in the demented elderly it remains a very
common practice. Through an analysis of medical evidence as well as the decision-making processes surrounding
the placement of feeding tubes we hope to further clarify the complexity involved in the decision to perform this
procedure and why, despite the evidence, it still happens on a regular basis. Furthermore, through an analysis of
theories of change we will analyze how frame-shifts in medicine occur and put forward suggestions so that feeding
tube placement is not performed unnecessarily in patients with severe dementia.
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Introduction

A sixty-three year old woman with advanced fronto-temporal
dementia was transferred from a nursing home to hospital with a request
for feeding tube placement. The patient had end-stage dementia and
would not eat of her own volition. The medical team in the hospitalfelt
that the procedure was not clinically indicated but they felt they had to
follow the family’s wishes. A percutaneous gastric tube was placed in the
operating room. The patient subsequently pulled out the feeding tube,
developed peritonitis and required emergent open laparotomy with
partial gastric resection. A percutaneous jejunostomy tube was placed
at this surgery, which the patient also subsequently removed. The patient
died with hospice care approximately one week later.

While the medical literature does not support the placement
of feeding tubes in the demented elderly it remains a very common
practice, with some hospitals performing the procedure on
approximately 40% of their patients admitted with severe cognitive
impairment [1]. Through an analysis of medical evidence as well as the
decision-making processes surrounding the placement of feeding tubes
we hope to further clarify the complexity involved in the decision to
perform this procedure and why, despite the evidence, it still happens
on a regular basis. Furthermore, through an analysis of theories of
change we will analyze how frame-shifts in medicine occur and put
forward suggestions so that feeding tube placement is not performed
unnecessarily in patients with severe dementia.

What is the Clinical Evidence for Advanced Enteral
Feeding in Patients that also have Advanced Dementia?

A seminal Cochrane review performed in 2008 found that there
was insufficient evidence of effectiveness of enteral feeding tubes for
people with advanced dementia for multiple outcomes. Their primary
outcome was mortality; there were no randomized trials identified.
Of the six studies that examined mortality only one study initially
reported a significant survival advantage of nasogastric feeding vs. oral
feeding, but the statistical significance disappeared when the authors
corrected for co-morbidities. All of the remaining studies either
showed no difference in mortality (3 studies) or an increased risk of
mortality (2 studies). Other parameters investigated included quality of
life, nutrition, pressure ulcers, and psychiatric symptoms of dementia;
none of the studies showed an advantage to advanced enteral nutrition
in these situations [2]. A comprehensive meta-analysis performed
a decade earlier found similar results [3]. There were significant
shortcomings of the studies examined in the Cochrane review: none
of the studies reported comparisons of key characteristics between the

intervention and control groups. For example, in two studies it was
not clear if any patients in the control group actually had dementia.
There was also significant under-reporting of key methodological
components, such as the degree of dementia, the indications for feeding
tube placement, as well as a high risk of bias in the studies due to the
open study design [2].

A more recent prospective cohort study examined Medicare data
from all US nursing homes (over 36,000 patients in total) and looked at
patients with advanced dementia and new onset eating problems and
the association of feeding tube placement with mortality. The clinical
co-morbidities, age and type of eating difficulties (dehydration, inability
to consume fluids and/or solids, chewing/swallowing problems, etc)
were similar between the two groups. They found that the one-year
survival rate was no different with or without a feeding tube. Dr.
Teno’s group also examined the timing of feeding tube placement at
1 through 4 months from the onset of diagnosis of eating difficulties
to determine whether the timing of feeding tube insertion would play
a part in the patients’ overall clinical status; the thought being that if
the feeding tube was placed earlier in the clinical course it may have
a more substantial effect on outcomes. They found that there was no
significant difference in mortality between the groups [4].

Feeding tube insertion is not a benign procedure. It has been
associated with operative complications, erosions of the tube into the
pleural cavity, gastric reflux, peritonitis and sepsis, bowel obstruction,
among others [3]. An editorial in the New England Journal of Medicine
regarding feeding tube placement noted that, while the data is not
conclusive, it has consistently failed to show benefit for patients with
dementia. Furthermore, dementia is a uniformly fatal disease, and
eating is one of the last activities of daily living to erode. Finally,
despite the lack of evidence for the prevention of aspiration, impaired
swallowing is often an indication for feeding tube placement. The
author goes on to note “I suggest that physicians, nursing homes, and
hospitals adopt a policy of recommending that gastrostomy tubes not
be used in patients with advanced dementia.” The most striking feature
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of this editorial is that it was written 13 years ago [5].

Evidence from the past decade has consistently failed to
demonstrate that placement of feeding tubes improves quality of life or
mortality, yet it remains a common procedure. When dealing with the
complexity of feeding at the end of life it is necessary to examine the
decision-making process involved in placing a feeding tube, namely the
use of surrogates and the effects of physician framing on the decision-
making process.

The principle of autonomy allows for a patient to make informed
medical decisions for him or herself [6]. However, if a patient lacks
capacity (the ability to understand the nature and consequences of
their actions including the risks/benefits of treatment as well as the
alternatives) we must rely on the patient’s prior wishes, which are
commonly either a living will (describing what the patient would want
in certain situations) or a health care proxy/surrogate [7]. A surrogate
is a person chosen by the patient or the state (if the patient has no
advanced directive and has not identified a surrogate themselves) to
make decisions on behalf of the patient. There are two principles that
govern surrogate decision-making: the first is substituted judgment.
Substituted judgment asks ‘what would the patient have wanted if he or
she were able to make decisions’. Substituted judgment is the preferred
method of surrogate decision-making, but often it is not known what
a patient would have wanted in a particular situation. The second
principle is the best interest standard, used only if substituted judgment
is not possible, which asks ‘what would be best for the patient’; different
people may interpret what is ‘best for the patient’ to be significantly
different actions or treatments.

The accuracy of surrogate decision makers has been reviewed in
the literature — one meta-analysis examined 16 studies that involved
hypothetical scenarios to determine how congruent the answers were
between surrogate and patient. Surrogates accurately predicted what
the patient actually wanted only 68% of the time, they were the least
accurate with scenarios involving dementia [8]. Researchers did not
find relationship between who the surrogate was (spouse, child, relative
etc.) and the prediction of accuracy, nor was there a clear trend towards
providing unwanted treatment or withholding desired treatment.
Interestingly, there was no difference in prediction of accuracy whether
the surrogate was chosen by the patient or legally assigned. Whether or
not a surrogate had a discussion with the patient regarding his or her
preferences did not have a significant difference in terms of prediction
of accuracy [9,10].

Yet as bad as surrogate decision makers were in predicting what
patients want for their care, they were consistently more accurate
than the physicians caring for the patients in all 4 studies that were
examined the physicians were approximately 10-20% less accurate than
the surrogate in predicting what type of care their patient would want
at the end of life [11-14].

How well do the patients themselves know what they want? It
turns out that what patients want from their care is dependent on
their perceptions of what medical treatment can actually offer. In one
unique study, Diem et al.“watched all the episodes of the TV programs
ER and Chicago Hope during the 1994-1995 viewing season and 50
consecutive episodes of Rescue 911”7 to compare CPR outcomes
within the shows to those reported scientifically [15]. The results
showed survival rates higher than the highest statistics reported in
the literature, as well as a much younger and healthier demographic
than those actually experiencing cardiac arrest. Yet this portrayal is
important because it has been noted that upwards of 80% of patients
over the age of 62 reported that they learned about CPR from viewing

television [16]. Medicine and patient values are not occurring in a
vacuum; there is a profound effect of culture (and popular-culture) on
what patients expect from the medical field. There is some evidence to
suggest that the incidence of feeding tube placement varies depending
on the patients’ race [4,17]; it is likely that ethnic, racial, and religious
considerations also play a role in patients’ understanding of feeding
tubes.

How physicians present information will also affect how patients
make decisions. Murphy et al.asked patients at a geriatric outpatient
practice whether they wanted CPR before and after discussing the
probability of survival; they found that when faced with a scenario
involving an acute illness, 41% of the patients wanted CPR, but when
they were educated by physicians that their probability of survival was
approximately 10-17%, the number of people desiring CPR dropped
to 22% [18].

Why is it so Hard to Change Medical Practice?

Health care professionals working with patients at the end of their
lives have all been faced with this question: “Isn’t my family member
going to starve if we don’t give them this feeding tube?”This leads to the
fundamental question: is artificial feeding a right or a medical therapy?
A broad consensus of bioethicists view artificial feeding as a medical
therapy [19], as does the law [20] .It is not enough to quote this data
to families — physicians must understand that providing nutrition is
a symbol of support, nurturing and care. Taking nutrition away is
extremely distressing to people - in one national survey in Japan, 70%
of family members experienced a high degree of emotional distress,
including helplessness and guilt in particular. Furthermore, poor
patients and those with disabilities may have the fear that they will be
denied lifesaving treatments because of their status in society [21].

Withholding or withdrawing care is also a distressing situation
for patients and families to be in. Families often have concern that the
healthcare team will be ‘killing’ the patient if they do not provide what
is seen as life-sustaining treatment. Withdrawing care tends to be even
more distressing to family members than withholding care, as there
is the general feeling that the doctors and nurses will be taking away
therapy that is keeping the patient alive. So why is this not the case
when physicians withhold care? If the doctor denies a treatment, it is
because the risks outweigh the benefits, the underlying disease causes
the death of the patient, not the withholding of treatment. Dementia
is often under-recognized as a progressive and fatal disorder [5].
Likewise, when care is withdrawn it is because the goals of treatment
were not met. This is why it is absolutely essential to discuss the goals
of care prior to initiating a treatment; it is also at this point that health-
care professionals can elicit what the family’s expectations regarding
treatment are. Physicians rarely know for sure what the outcome of
medical care will be. Often it may be more reasonable to offer a time-
limited trial of a particular therapy and then reassess depending on
what the goals of care are.

There are significant systematic factors that encourage the use of
feeding tube placement in patients with advanced dementia: in one
study up to 37% of demented patients that underwent feeding tube
placement were mandated for transfer to a nursing home [22]. There
has been mention in both the scientific and public literature that
nursing homes may be using feeding tube placement as a cost-saving
measure — the time required to feed a resident by hand by a trained staft
member is much more expensive than simply adjusting a continuous
tube feed. Furthermore, in many states Medicaid reimburses more
money for a patient with a feeding tube than one without, and weight
loss is a quality measure that needs to be reported to Medicare and
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Medicaid for all long-term nursing home residents. One study observed
an increased use of feeding tubes among patients living in for-profit
nursing homes; but while the financial incentive exists, the association
is not yet proven [23].Misalignment of financial incentives is one of the
primary reasons cited for recommending a treatment that is proven to
be less efficacious [24].

The medical community is often eager to perform an intervention
than to withhold one and tends to be pro-technology even when the
evidence does not fully support it. The desire for new technology
may undermine long-term comparative trials; one example of this
can be seen with the COURAGE study, which was critiqued for only
studying bare-metal stents as opposed to the new drug-eluting stents
that emerged while the trial was ongoing [24]. Seen in this context, it is
very difficult for a physician to recommend doing nothing when there
may be a slim chance that doing ‘something’ (in this case, placing a
feeding tube) could help the patient or the family. While we have the
technology, this does not mean that we should always use it.

Meta-theory of Frame Shifts and How to Bring about
Change

The sociologists Benne and Chin identify 3 different strategies
of change - the rational-empirical, normative-reductive, and power
coercive models [25]. All three models have played a role in causing
frame shifts in medicine.

In the ‘Rational-Empirical’ model, it is generally thought that
people are rational beings, and once they determine that a certain
change is worthwhile they will implement the change. In the ‘Rational-
empirical’ model it was thought that research would be performed, the
research would be published, and physicians would see the published
research and change their behavior. When evidence was not brought
into practice, rather than abandon the framework altogether people
blamed each part of the process individually-- the initial thought was
that there was simply a lack of research or high quality evidence, when
the evidence was robust it was thought to be a knowledge gap (i.e. the
physician simply was not aware of the new research), and finally a
behavior gap (researchers at the time would often refer to ‘susceptibility
of the physician to a new idea’). The transfer of information in this
system was one way: it flowed from the experts to the disciples [26].
It seems that the evidence has had some effect on the placement of
feeding tubes, one estimate notes that the mean rate of feeding tube
placement per 100 admissions is down from 7.9 in 2000 to 6.2 in 2007,
yet this is only a minor decrease compared to the amount of evidence
collected [1]. Yet clearly there is more work to be done in disseminating
the research already performed: in one study up to 82% of physicians
referred a demented patient for the placement of a feeding tube in
order to prevent aspiration pneumonia, despite the fact that feeding
tube placement has not been shown to reduce the risk of this disease
[27].

In the normative-reeducative model change is largely ‘value based’
as opposed to rational. Change is motivated by dissatisfaction with the
values of the status quo and is changed through the discussion and
exploration of many different stakeholders in order to clearly define new
values. Information in this system is free flowing and multidisciplinary
and is in direct contrast to the ‘Rational-empirical’ model where the
data determines the ‘right’ way of how the system should operate. In
this system, the overall change that occurs is a change in norms or
context; therefore it has the potential to have the most longstanding
effects. One way to change norms is to have leaders set the standard
for practice; in this way guidelines from societies can be helpful to

communicate what the norm of practice is or should be. For example,
the American Geriatric Society recently released a guideline in
association with the American Board of Internal Medicine Foundation
for the ‘Choosing Wisely campaign,” which delineates several items
that physicians and patients should question, as they are not supported
by clinical evidence. The use of percutaneous feeding tubes is the first
item on this list [28]. However, more guidelines and policies are needed
to help guide physicians. Despite the fact that surrogates tend to not be
accurate decision makers, their major concerns are the patient’s quality
of life and prolonging life, which are topics that physicians can help to
explore in conjunction with known clinical data and emotional support
[29]. Here, a simple change in language could help family members
cope-rather than focusing on what will not be done physicians should
communicate what will be done for the patient. Rather than focusing
on not placing a feeding tube the focus should be on keeping the
patient comfortable, and in particular mention the use of comfort
feeding. Although the physician may not place a feeding tube, this does
not mean that he or she will let the patient starve or suffer [30].

In the ‘power-coercive’ approach to change, those that deviate from
the organizational vision are punished. The power used may be political
or positional, and often involves economic sanctions. This model
works best when utilized in conjunction with the ‘rational-empiric’
and ‘normative-reeducative’ models of change; isolated punishment
tends to not be effective if there are no cultural norms or data to
support it. As has been stated, the incentives currently favor placing a
feeding tube. Change in this sphere needs to occur at the policy level
and there should be financial disincentives for performing unnecessary
procedures, or at the very least financial and systemic incentives (such
as the pressure for feeding tubes to be placed prior to transfer to a
nursing home facility)should be eliminated. There should also be more
education for nursing home administration and staff regarding current
reporting measures: while weight loss is a quality measure reported to
Medicare and Medicaid for all long term nursing home residents, as
long as there is documentation that the weight loss is expected from
an end-stage disease (such as dementia) or that the nursing home has
an active plan they are carrying out (including comfort feeding and
nutritional supplements) the nursing home will not be penalized.

What Happens when we Disagree?

There are generally two reasons why disagreement arises between
the health care team and the family unit: poor communication (which
is common) or true disagreements regarding value (less common). It
is ethically problematic for the physician to simply acquiesce to what a
family wants if it is outside the scope of normal medical practice, but it is
also ethically problematic if the physician unilaterally refuses the family
request. The physician has no ethical obligation to provide care that is
not consistent with the patient’s goals of care; this again demonstrates
the need to elicit the goals of care prior to initiating treatment [31].
Often providers will use the concept of ‘medical futility,” though this
concept has been very difficult to actually define in a meaningful way
[32]. It may often be helpful to enlist a palliative care or ethics consult
to help determine the nature of the disagreement and to act as a third
party in mediation [30].

In the rare scenario where there is true disagreement between the
family unit and health-care team regarding value (disagreement on
the appropriate goals of care) there needs to be an explicit system of
dispute resolution within the institution. This will often involve patient
advocates, social workers, an ethics consult team, and if necessary legal
counsel. If, after involving the above parties, a resolution is still not able
to be reached the health-care team should initiate a search to transfer
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the patient to another provider or facility that is willing to provide the
disputed care, though often this is technically difficult to accomplish.
Finally, if transfer of the patient is not possible it may be reasonable,
with notice, to discontinue the disputed treatment, provided the
hospital review committee is in agreement with the health-care team
[33].

Conclusion

Despite the clinical evidence to the contrary, feeding tube placement
in the demented elderly remains a common procedure. The reasons
for this are complex and include surrogate decision makers, physician
framing, emotional stress regarding end of life decision-making, and
economic and cultural incentives. To truly change practice will involve
complex action at many different levels.

The scientific community must improve the dissemination of
clinical research to physicians to allow them to be familiar with the data
surrounding clinical outcomes with feeding tubes. It is also important
to change cultural norms surrounding feeding tube placement through
the use of vocal opinion leaders as well as through practice guidelines
from major specialty societies. Although a significant association has
been found between the type of nursing home facility and the number
of feeding tubes placed, causation has not yet been proven and further
study needs to be performed in this area [1]. Regardless, financial and
systemic incentives for placement of feeding tubes in the demented
elderly should be eliminated.

Health care professionals also must be aware of the emotional stress
that is involved with end of life decision-making, both on the side of the
surrogates/families as well as the healthcare teams. Simply changing
our language to focus on what will be done rather than what won’t, may
improve patient satisfaction and we encourage utilizing palliative care
and other similar service consults to help delineate goals of care and
mediate conflict; further study should be done regarding patient and
caregiver satisfaction with these interventions.

Institutions should have a standardized system of dispute resolution
when goals of care cannot be agreed upon. This process should involve
a multidisciplinary committee that focuses on dispute mediation and
eliciting the issues at hand. In order to truly change the practice of
feeding tube placement in advanced dementia the medical community
must apply all of the above models for change.
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