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The Paradox of Hydration in Advanced

Terminal lliness

Joan L Huffman, MD, FACS, Geoffrey P Dunn, MD, FACS

“The thirsty scour the world for water, but water is also
searching for the thirsty.” Rumi'

Eighty-two-year-old John suffered from metastatic pros-
tate cancer. He had developed lumbar vertebral metas-
tasis with consequential lower extremity weakness. He
lived alone and functioned independently, but recently
had to depend on a walker for his new disability.

Early one morning, be fell. His family discovered him
several hours later, and he was taken to the Emergency
Room. John was awake, alert, and hemodynamically
stable, but complained of severe neck and low back pain.
His upper extremity strength was normal, but bis lower
extremity power was 3/5. He had poor rectal tone and
was unable ro void. A urinary catheter was placed.

Workup revealed an unstable C-2 fracture, and lum-
bar vertebral metastasis compressing the spinal canal.
Neurosurgery placed him in a halo for C-spine stabili-
zation. Metastatic involvement of C-2 was confirmed by
bone scan.

Shortly after admission, John developed neck edema,
aspirated, and required intubation and mechanical
ventilation. Nutritional support was initiated with en-
teral feedings through a nasoduodenal feeding tube.

John frequently indicated that he had severe neck and
back pain. Palliative radiation therapy was recom-
mended, but could not be logistically accomplished be-
cause of his ventilatory support and halo devices. He
required sedating doses of narcotics and anxiolytics to
control his persistent pain. Finally, John was made com-
Jortable on a regimen of transdermal narcotics and anx-
tolytics administered through bis feeding tube. With ag-
gressive pulmonary care and IV antibiotics, John
improved sufficiently to be weaned from the ventilator
and extubated.

He was again alert and communicated appropriately
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and quite clearly that he wished no further aggressive
measures. He removed his feeding tube, was restrained,
yet ‘escaped,” and vigorously resisted the residents ar-
tempts to insert another. He was unable to take an oral
diet because of ongoing dysphagia from his halo position-
ing. IV fluids were continued until his cachectic arms
precluded peripheral access. He refused to consent to cen-
tral IV access. His frustrated doctors and fearful family
pleaded with him to no avail. John persisted in his re-
fusal of food and water. An ethics consult confirmed
John’s legal vight to forgo both nutrition and hydration.

A hospice consult was obtained. His pain regimen
was adjusted, and comfort care was instituted. The fam-
ily was instructed in alternative measures to ease his
discomfort. John gradually became oliguric; a week later
he slipped into a coma; 2 days later he died peacefully
with his family at bis side.

Historical perspective

The preceding narrative gives us a basis on which to
discuss potential benefits and burdens of terminal dehy-
dration, that is, withholding intravenous fluids or other
forms of forced hydration. A more positive description
of this practice is patient choice of limiting fluids to
voluntary oral intake. Although we recognize that there
are many overlapping physiologic and psychologic ties
between eating and drinking, this article focuses primar-
ily on hydration.

Less that a century ago, as death approached, the nor-
mal behavior of the dying individual was to gradually
decrease, and then cease, oral intake of food and then
water. Death from the underlying illness and coma over-
took the individual as a natural course. Starvation and
dehydration are as normal and natural a way to die as the
reverse is a natural way of being born. Natural dehydra-
tion can be seen as a process of autoanesthesia.”

As medical science has advanced, our technologies
have also evolved. Prolongation of life by ever-
complicated means has become routine and, until re-
cently, unquestioned in our 20th-century society.
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Traditionally, CPR, mechanical ventilation, and dial-
ysis are thought of as “extraordinary” measures, and ar-
tificial nutrition and hydration are considered usual ex-
tensions of standard or “ordinary” care. In the surgical
specialties, we are trained extensively in fluid resuscita-
tion, with total parenteral nutrition being the ultimate
symbol of hydration and nutrition. This may explain
why the use of total parenteral nutrition in advanced
illness is such a hot-button issue for surgeons and pa-
tients. It is ingrained in our very fiber to be aggressive in
the maintenance of fluid and electrolyte balance, even
though we all sardonically note the patient who “dies in
perfect electrolyte balance.”

Here the paradox occurs: nature’s voluntary way of
responding to impending death versus our scientific
forced approach. It is no longer an issue of if we can
provide “adequate” nutrition and hydration, but rather,

if we should.

Benefits of terminal hydration
“You want water?! What are you talking about? You are
up to your knees in a river!” Rumi'

As gradual organ dysfunction (renal, circulatory, or
both) occurs near the end of life, fluid overload stresses
the pulmonary system and increases patient discomfort.
Terminal dehydration decreases total body water. This
has many potential beneficial side effects. A synergy may
occur between the physiology of terminal disease and
withholding of nutrition and hydration. This process
may facilitate a peaceful death.’

Dehydration may decrease brain swelling and reduce
the discomfort of associated headaches and confusion.
The combined effects of starvation and dehydration
cause toxin buildup and body chemistry changes, which
stimulate the production of natural endorphins. The
resultant mild euphoria may also act as a natural anes-
thetic to the central nervous system, blunting pain and
other noxious symptoms, reducing narcotic require-
ments. Basic mental function is generally preserved up
to the last few days of life, when coma may occur.

There can be a reduction in cardiopulmonary prob-
lems, ie, decreased congestive heart failure and pulmo-
nary edema.* With a decline in respiratory tract secre-
tions, the patient will have less coughing, choking, and
shortness of breath. The drowning, suffocating sensa-
tion may resolve. There may be a diminished need for
repeated, unpleasant suctioning.

Gastrointestinal fluid production can fall, and so

there will be a shrinking propensity to bloating, nausea,
vomiting, aspiration, and diarrhea. The patient has less
need to void and a reduction in urinary incontinence.
This may obviate the need for a urinary catheter.

As dehydration progresses, there can be decreased pe-
ripheral edema and ascites, with increased comfort.
Chronically or terminally ill patients many times lose
peripheral IV access. Central access, whether short- or
longterm, can be painful, and limit patient mobility.
Mobility can also be restricted by restraints used to keep
the invasive tubes and lines from inadvertent or purpose-
ful removal by the patient. Removing IVs and tubes can
permit discontinuance of restraints, allowing increased
mobility, comfort, and dignity. Removal of IVs can be
helpful by removing a technical distraction, allowing
attention to be directed to other forms of support such as
personal care or conversation. Not uncommonly, a phy-
sician and nurse will be seen making a beeline for the IV
in a terminally ill patient when the emotional stakes are
high and the relevance of IV fluids is low.

Burdens of terminal dehydration
“Parched lips are a message from the water.” Rumi'

On the other side of the coin are the possible burdens
of dehydration at the end of life. Medical consequences
may include confusion, restlessness, and neuromuscular
irritability. Adjustment of the narcotic and sedation reg-
imen may ameliorate this problem. This is not a usual
event. A common misconception about hospice care is
that IV fluids are forbidden. This is not the case in
practice or in Medicare hospice guidelines. Occasionally
a patient with terminal illness will benefit by a brief trial
of IV fluids to improve renal clearance when accumula-
tion of opioid metabolites is a suspected reason for con-
fusion or other forms of neuroexcitation. Other situa-
tions in hospice care where IV fluids may be
recommended would be for the replacement of rapid
fluid losses (diarrhea, overly aggressive drainage of as-
cites), resulting in distressing symptoms such as syncope
and confusion.

The most common concern about forgoing forced
hydration is thirst, a dry mouth and throat sensation, as
the oral mucosa becomes parched, cracked, and painful.
This can be alleviated with careful attention to local oral
hygiene, not by forcing oral fluids. This is in contradis-
tinction to the usual reference to thirst, ie, the require-
ment to drink a large amount of fluid to assuage the
sensation. Thirst can be mitigated in terminally ill pa-
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tients by small quantities of fluids, much less than that
required to effect volume or osmotic receptors.’

The largest drawback to the withholding of fluids
generally is not the physiologic consequences to the pa-
tient, but rather the multifactorial concerns of the family
and healthcare providers. Most lay and nonhospice pro-
fessionals have an aversion to allowing an individual to
die by starvation and dehydration. They perceive this

process to be an “awful death.”

Emotional and societal issues

There is historic symbolic value to food and drink, as
representatives of nurture and caring. The innate psy-
chologic link between oral sustenance and love begins in
our infancy, when we are dependent on others for nour-
ishment. In adulthood, we continue to perceive a con-
nection between nutrition and emotional satisfaction.
Eating and drinking together are longstanding social,
communal customs, bonding our interpersonal relation-

ships.

Ethical and legal issues

The principle of autonomy is the basis for ethical and
legal theory in the realm of end-of-life decision making.
This concept establishes the right of the individual to
make decisions about what interventions he or she
wishes to undergo, or forgo.® There is legal consensus for
end-of-life treatment limitation. Several landmark cases
have established these precedents.

The United States Constitution’s 14th Amendment
liberty interest and the respect for bodily integrity,
founded in ancient common law, permit a patient to
refuse unwanted treatment, even if that refusal will result
in his or her demise.”” This principle pertains even in the
absence of a life-threatening disease.

A legal myth reigned that withdrawing or withhold-
ing nutrition or hydration from a permanently uncon-
scious or terminal patient was illegal. In reality, courts
have upheld that withdrawing or withholding treatment
can be justifiable. They have also refused to make a dis-
tinction between “extraordinary” and “ordinary” care.
Nutrition and hydration withdrawal falls under this pur-
view. This opinion was articulated in the Cruzan case in
just the last decade.”'*"!

Not only are these rights endorsed by our justice sys-
tem, but failure to honor these privileges may expose the

physician to legal damages based on suffering, pain, and
accumulated expenses of ongoing care.

Religious/cross-cultural issues

There is variability among religious groups about provi-
sion of artificial hydration. Some beliefs are unwaver-
ingly prolife, claiming a moral mandate to preserve life
at all cost, using all available technology, no matter what
the prognosis. Other circles have concluded that the
issue should no longer be extraordinary versus ordinary
care, but rather burden versus benefit. These leaders
have concluded that burdensome treatments are not
obligatory in the eyes of their deity."> The public may lag
behind in understanding, and not have a firm grasp of
the current theologic theory. Clergy may be of assistance
in the education and consolation of all involved.

Those of us with western European ancestry tend to
be ethnocentric in addressing end-of-life issues (as well
as many other life issues). We must remember that there
are many diverse lifestyles and cultural approaches to the
end of life. A recent focus group study done in Philadel-
phia examined attitudes of other communities, includ-
ing African-American, Korean, Latino, Russian, and
Cambodian. Although many of the participants did not
have extensive knowledge of the mechanisms or poten-
tial complications of artificial hydration (or nutrition),
they found the concept of this form of sustenance as “not
real” food or water. Despite this bias, they still could not
fathom withholding even this “fake” nourishment from
their family member.”” Other spiritual traditions vali-
date the concept of fasting or voluntary denial of food
and water to achieve a greater purpose. In the light of
cultural differences, we may find assistance in commu-
nity leaders or family elders in addressing these complex
issues.

Summary
“You are looking at the waves but ignoring the Sea.”
Rumi'

An alternate view of traditional medical practice may
allow us to understand that the rejection of food and
drink at the end of life is natural, and that the techno-
logic support of nutrition and hydration is artificial and
unnatural. Perhaps it is not the inadequate nutrition and
dehydration, but rather the artificial processes and ele-
ments that should cause us to cringe.’

Practical concepts exist. It may be difficult for family
members and medical personnel to accept the patient’s
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choice to forgo food and water. Longstanding personal
and cultural values may conflict with this decision. We
must offer education and emotional support to both
groups of caregivers (personal and professional).

The sensation of thirst can be powerful and uncom-
fortable. Excellent oral hygiene, including frequent
swabing, will alleviate this symptom more readily than
forcing unwanted fluids. A token glass of water, placed
nearby, and easily available, may help alleviate the emo-
tional angst of all involved by providing a cultural sym-
bol of nurturance.

Careful attention to patient symptoms during the dy-
ing process will further produce a “good death.” Adjust-
ment of narcotics and antianxiety agents may improve
patient comfort. Remember that an actual reduction of
medications may be required as the final days and hours
of life approach, in part because of decreased renal
clearance.

A final gentle reminder: terminal dehydration is not
swift. Death may not take place for several days to weeks.
Occasionally unexpected but much welcomed conse-
quences of forgoing forced hydration, such as marked
reduction of massive edema or ascites, occur in longer
term survivors. An average of 1 to 2 weeks may pass
before the ultimate demise of the patient. Hospice can
assist with valuable services to the patient and caregivers
during this distressing time period.

In conclusion, terminal dehydration is a controversial
topic, weighted heavily with historic symbolism, and
strong religious, societal, and cultural conflicts. Of
prime importance is the patient’s legal right, the choice,
to forgo hydration. It is a violation of autonomy;, liberty,
and dignity to force hydration on a competent patient
who is unmistakably refusing.'* It is our duty to respect
and protect this decision, and to provide adequate care
and comfort during the dying process.
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