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he National Catholic Bioethics Center fields approximately

fifteen hundred ethics consultations each year, and a grow-

ing number of them involve palliative care and hospice. It
is clear from my own experiences with these consults that many
faithful Catholics are confused about these topics. Inaccurate
assumptions—“If I receive palliative care, I won't be treated for
my condition”—are fairly common. So is downright error—I
don’t want to go to hospice because that’s where they kill people.”
While abuses do exist, these false perceptions give palliative care
and hospice a bad name and can militate against one’s receiving
quality health care at the end of life. This guide seeks to overcome
the confusion and misperceptions by defining what palliative care
and hospice actually are, identifying the services they offer, and
explaining the similarities and differences between them. The
guide also identifies a number of the ethical challenges facing the
hospice field and offers example questions that family members
should ask when choosing a hospice provider for a loved one.

Palliative Care

he following definition is taken from the National Consensus

Project for Quality Palliative Care: “Palliative care is an inter-
disciplinary care delivery system designed to anticipate, prevent,
and manage physical, psychological, social, and spiritual suffering
to optimize quality of life for patients, their families and caregiv-
ers. Palliative care can be delivered in any care setting through
the collaboration of many types of care providers. Through early
integration into the care plan of seriously ill people, palliative care
improves quality of life for both the patient and the family””!

There are a number of important points in this definition.
First, palliative care is primarily concerned with anticipating, pre-
venting, and managing the physical symptoms (pain, fatigue, and
nausea) that result from either an illness itself or the interventions
used to treat it. However, relief of physical symptoms is not the
only understanding of palliative care. Patients can also experience
psychological, emotional, and spiritual symptoms resulting from
the storm of illness and palliative care seeks to address these reali-
ties as well. The Catholic tradition maintains that the health of the
spirit is essential to the health of the body. Thus palliative care
teams can include behavioral health professionals as needed, and
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those in Catholic hospitals often include a chaplain whose primary
purpose is to ensure that patients’ spiritual (including sacramental)
needs are met.?

Second, palliative care seeks to improve a patient’s quality
of life: what is most important to the patient, what “living well”
means within the context of the patient’s particular illness or dis-
ability.’ In many cases, patients who experience a serious illness
are unable to do what they had been able to do before they became
ill.* Nonetheless, by alleviating physical symptoms and addressing
psychological and spiritual concerns, palliative care seeks to allow
patients the opportunity to engage in meaningful and fulfilling
activities in light of their medical condition. Such activities can
include spending time with family members (especially grandchil-
dren), reading the book they always wanted to read, or repairing
relationships with God and others.

Third, palliative care fosters collaboration among health care
providers. Health care today is highly specialized. When patients
enter a hospital, they are often treated by a team of physicians,
including cardiologists, oncologists, and so on, who focus on a
specific aspect of their care. Unfortunately, specialization can lead
to fragmentation, which, in turn, can lead to a lack of coordina-
tion among specialists. In one example from my past experience,
a cardiologist strongly recommended and then proceeded with a
complicated valve-replacement procedure, allegedly disregarding
the patient’s recent diagnosis of stage 4 lung cancer. Needless to say,
things did not end well for the patient or his family. Fragmentation
and lack of coordination are realities that palliative care seeks to
overcome by taking a holistic view of a patient’s care and, in doing
so, recognizing the big picture. It can then coordinate the care plan
among various specialties to promote the patient’s overall good.”

Fourth, palliative care is offered in any care setting. Many
people are under the impression that palliative care is only for the
elderly, the terminally ill, or those who are very close to death. This
perception is false. In reality palliative care is appropriate for any
patient who is experiencing symptoms due to illness. This includes
the terminally ill, but it also includes patients with chronic, life-
limiting conditions (heart disease, diabetes, etc.) regardless of their
prognosis or treatment options. Many people also believe that by
accepting palliative care, one forgoes any intervention to address
the underlying illness. Again this perception is false. Palliative
care is delivered in conjunction with aggressive medical interven-
tions (e.g., chemotherapy) that treat and actively seek to cure the
patient’s underlying medical condition. Overall, palliative care is
not reserved for one specific group or purpose; it exists for the
benefit of all who suffer. Mitigating the negative effects of physical,
psychological, and spiritual symptoms is a moral good.

Finally, it is essential to point out that palliative care extends
to the patient’s entire support network as well. One of the primary
goals of palliative care (and hospice) is to take as much of the bur-
den of care as possible off of the patients family. This is done by

Derenbing THE DieNiTY oF THE HUuMAN PERsoN IN HEaLTH CARE AND THE LIFE SCIENCES SINCE 1972



ETHics &« MEDICS

alleviating symptoms (physical, psychological, spiritual) and work-
ing to improve the patient’s overall quality of life. However, family
members can also experience suffering and distress as they witness
the declining trajectory of their loved one’s illness or anticipate his
or her death. Behavioral health and spiritual care services can and
should be extended to these people as well, both before and after
the patient dies.

The description of palliative care presented here has been
echoed by various organizations, both secular and sacred. The
World Health Organization and the Pontifical Academy for Life
(PAV) offer similar definitions of palliative care and agree on
its foundational elements: providing relief from pain and other
symptoms, integrating the psychological and spiritual aspects of
patient care, enhancing quality of life, utilizing a team approach,
and addressing both patient and family needs. In addition, both
organizations stress that palliative care affirms life, regards dying
as a normal process, and intends neither to hasten nor to postpone
an individual’s death.”

The Catholic Church historically has been supportive of pallia-
tive care, and in recent years, it has become involved in a number of
international palliative care initiatives. In 2018 the PAV published
the White Book for Global Palliative Care Advocacy. This document
was written by palliative care experts from around the world, and
it offers numerous recommendations regarding the access to and
provision of palliative care to various groups, including policy-
makers, health care professionals, health care administrators, and
palliative care associations.®

Also in 2018, the PAV and the United Methodist Church issued
a “Joint Declaration on End of Life and Palliative Care,” stating,
“Palliative care services are critical for realizing the most ancient
mission of medicine ‘to care even when it cannot cure’ Palliative
care is an expression of the truly human devotion to taking care of one
another, especially of those who suffer” It added that palliative care
“is no less valuable” than curative treatments, because it “accom-
plishes something equally important: it values the person”® The joint
statement also addressed the proper use of medical technology at
the end of life, and it rejected euthanasia as an end-of-life option.

In 2019 the PAV issued a second “Joint Declaration on End
of Life and Palliative Care,” this time with the World Innovation
Summit for Health. This declaration repeated many of the same
themes expressed in the one signed a year earlier, including the
importance of palliative care and the rejection of euthanasia.
However, this declaration expresses unique commitments:

o “We commit to using our knowledge and research to shape
policies that encompass social, physical and spiritual care
to provide more informed care for those facing grave ill-
ness and death.

o “We commit to engaging the community regarding the
issues of bioethics as well as the techniques of compassion-
ate companionship for those who are suffering and dying.

o “We commit to raise public awareness about palliative care
through teaching resources and adult programs to consider
treatments for the suffering and the dying in the context

of religious affirmations of God’s providence and hope” '

The PAV has thus pledged its support in shaping public policy
regarding end-of-life care, in addressing the ethical challenges that
surround this care, and in educating both the Catholic faithful and
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the general public on authentic palliative care. These initiatives
demonstrate that the Catholic Church supports palliative care and
encourages the faithful to employ its services when necessary."

Hospice

he National Coalition for Hospice and Palliative Care defines

hospice as “a specific type of palliative care provided to indi-
viduals with a life expectancy measured in months, not years.” It
adds, “Hospice teams provide patients and families with expert
medical care, emotional, and spiritual support, focusing on
improving patient and family quality of life”'? This brief definition
demonstrates that hospice shares a number of similarities with
palliative care. Both focus on symptom management, including
physical, emotional (psychological), and spiritual support. Both
are provided by interdisciplinary teams, emphasize quality of life,
and serve the patient and family members. In addition, both can
be provided in a variety of settings including acute care facilities
(hospitals), assisted living and long-term care facilities (nursing
homes), rehabilitation centers, clinics, and at home."

However, there are important differences between hospice
and palliative care. First, while palliative care is appropriate for
any patient, hospice focuses on patients with a life expectancy of
six months or less. As such, it is often referred to as “palliative care
for the terminally ill”'* Second, hospice generally is not provided
in conjunction with curative interventions. Patients enter hospice
with the knowledge that they will no longer receive treatments,
medications, or procedures that seek to cure their underlying
medical condition. In fact, patients are generally admitted to
hospice when (1) their medical condition no longer responds to
aggressive interventions, or (2) they have chosen (for ethically
appropriate reasons) to discontinue medical interventions.”® A
third difference is that, unlike much of palliative care, hospice is
a covered, regulated health care benefit. Medicare, Medicaid, and
most health insurance programs cover hospice services for their
members. These services include, but are not limited to, medica-
tions and other supplies necessary for end-of-life care (oxygen,
durable medical equipment, etc.), education on pain and symptom
control and medication management, visits from hospice represen-
tatives (nurses, social workers, chaplains, and volunteers), ongoing
emotional and spiritual support for the patient, and bereavement
support for family members.

As with palliative care, the Catholic Church is very supportive
of hospice as evidenced by statements from our three most recent
Popes. (The following quotes use the term palliative care, but the
context suggests that the authors are referring to hospice.) In
2004 Pope St. John Paul II stated that in situations where curative
interventions are no longer possible, methods of palliative care
are required. Such methods “seek to make suffering more bear-
able in the final stages of illness and to ensure that the patient is
supported and accompanied in his or her ordeal”'® In 2006 Pope
Benedict XVI maintained that the Church “[urges] improved
care” for terminally ill patients, and he stressed “the need for
more palliative care centres which provide integral care, offering
the sick the human assistance and spiritual accompaniment they
need”'” In 2015 Pope Francis echoed his predecessors by explain-
ing, “Palliative care is an expression of the truly human attitude
of taking care of one another, especially of those who suffer. ...
The objective of palliative care is to alleviate suffering in the final
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stages of illness and at the same time to ensure the patient [has]
appropriate human accompaniment.”'

It is notable that John Paul II, Benedict XV1, and Francis each
used the word accompaniment or a similar term when speaking
of palliative care at the end of life. This is not a coincidence. The
Catholic tradition maintains that a person’s death is the most pro-
found moment of his or her life. It is the moment when an indi-
vidual transitions from this existence into eternity and hopefully
into full communion with God. This moment, and others leading
up to it, can be a time of great fear and anxiety. Christians have a
moral duty to accompany their loved ones on the road to death
and, if possible, to be with them when their earthly existence is
fulfilled. Hospice and palliative care provide a means to fulfill this
duty. By alleviating suffering, they offer meaningful ways “to cre-
ate a loving presence around the dying person” so that “hope may
prevail over anguish” "

Cautions with Hospice

ospice offers life-affirming benefits to individuals who are

dying, but only if it is provided correctly. In fact there are
serious challenges associated with some hospices. The following
challenges do not apply to all hospice providers. However, they are
realities within the industry as a whole.

1. Some hospice providers (e.g., hospice agencies or direct caregiv-
ers) do not provide routine (ordinary) care such as antibiotics
for infections when they are indicated, and some unnecessarily
withhold medications for chronic conditions such as diabetes,
high blood pressure, and so on.

2. Some providers fail to adequately monitor pain, resulting in the
patient’s experiencing significant but unnecessary discomfort.

3. Some providers immediately begin opioid (or similar) medica-
tions even when patients are not experiencing pain. They also
overmedicate these patients to “keep them calm?”

4. Some providers do not feed (or hand-feed) patients when they
are not capable of feeding themselves, or they do not provide
medically assisted nutrition and hydration (e.g., a feeding tube)
when medically indicated. As a result, patients may be dying
from dehydration or starvation and not their underlying medi-
cal condition. This is a form of passive or indirect euthanasia
known as euthanasia by omission. Note that patients with
dementia pose particularly difficult challenges in this area.
The question of whether to provide nutrition and hydration
to a patient who is physically unable to take food and water
should be determined on a case-by-case basis.

5. Some providers advise and practice palliative sedation, under-
stood as deliberately maintaining a patient in an unconscious
state through medication until death occurs. While there are
limited situations where this practice is permissible, palliative
sedation is highly problematic when used to hasten death.?
It also poses a particular theological and spiritual challenge
for Catholics because the Church teaches that patients should
remain conscious (to the most reasonable extent possible) to
properly prepare for death.

6. Some hospice (and palliative care) providers are “opting in” to
physician-assisted suicide in states where it is legal. Proponents
of assisted suicide and euthanasia are actively working to
incorporate these practices into their hospice and palliative
care services.
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Questions to Ask before Enrolling a Loved One in Hospice

1.  'When was the last time this hospice was reviewed or accredited?
What were the results of this review or accreditation? What is
the status of the hospice’s license?

2. WIill this hospice provide references from prior patients,
their family members, or oversight organizations that can be
verified?

3. What is the hospice’s communication policy, particularly with
regard to the patient’s surrogate decision maker and family
members? Do the surrogate and family members have access
to patient and staff 24/72

4. What training does this hospice offer for family members
on the proper administration of medications and the use of
equipment?

5. What procedures are in place to ensure that the hospice is not
short staffed, so that a nurse or other caregiver can be sum-
moned by a patient or family member when needed?

6. Does this hospice provide or have access to spiritual care ser-
vices, particularly Catholic clergy to administer the sacraments?

7. Will this hospice treat infections with antibiotics? Will it
continue to administer prescribed medications for chronic
illnesses?

8. Does this hospice accept patients on dialysis? Will it continue
dialysis if renal failure is not the patient’s terminal condition?

9. Will this hospice begin an IV if necessary to administer medica-
tions or hydration? If not, what procedure is in place to ensure
that patients receive an IV if indicated by the patient, surrogate,
family member, or physician?

10. What experience does this hospice have with patients suffer-
ing from dementia? What is its policy on feeding patients with
dementia?

11. Does this hospice accept patients with a feeding tube? Will it
establish a feeding tube to provide nutrition and hydration if
indicated by the patient, surrogate, family member, or physi-
cian? Under what circumstances would a feeding tube be
withheld or withdrawn?

12. What is this hospice’s policy on pain management? What
monitoring system is in place to determine the effectiveness
of pain control? What criteria determine the administration of
pain medications?

13. Under what, if any, circumstances would palliative sedation be
used?

14. How does this hospice respond to requests for assisted suicide
or voluntary stopping of eating and drinking (VSED)?*

Jozef Zalot, PhD, is a staff ethicist at The National Catholic Bioethics
Center in Philadelphia.
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