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Protecting Patient Goals in 
Palliative Care and Hospice

Marie T. Hilliard



Although palliative care and hospice are distinct programs 
with distinct methods of reimbursement, the recipient is 
often the same person, who transitions from palliative 

care into hospice care.1 Both programs aim to improve quality 
of life for a person with a chronic or serious illness. Hospice is 
unique because death is anticipated from illness, usually within 
six months. Palliative care gives patients comfort whether they 
are in danger of death or not. Both programs focus on symptom 
relief. While palliative care programs provide therapeutic inter-
ventions that could be curative, hospice programs may withdraw 
these interventions because they are no longer appropriate for a 
patient who is dying.

There are undocumented claims of the use of opioids or termi-
nal sedation in hospice programs as a method of relieving suffering 
but with the intent of hastening death.2 If true, such practices would 
not be consistent with the mission of hospice or justified under 
the principle of double effect.3 These abuses would undermine the 
purpose of these programs. While most such claims are anecdotal, 
societal factors give credence to these reports. Some fault societal 
forces that weaken respect for human life and dignity, as evident 
in the growing acceptance and legalization of physician-assisted 
death. Others identify an increased focus on a utilitarian ethic 
of health care that can lead to a loss of concern for the individual 
patient and his or her family.4 There is growing evidence that the 
root cause of such concerns involves the complexities of achieving 
goal-oriented care, which requires interdisciplinary goals-of-care 
conversations. These complexities are fostered by significant 
changes in the method of health care delivery and financing, the 
organization of medical practices, and the granting of health care 
facility admitting privileges.

A New Landscape

Gone are the days of the family doctor, reimbursed through 
fee-for-service insurance plans, who followed a family from 

birth until death regardless of the setting in which the patient was 
receiving care and who had an intimate understanding of the values 
and goals of the family. The fee-for-service model of health care, 

with growing advances in expensive health care technologies and 
specializations, became not only financially unsustainable but del-
eterious to maintaining standards of specialized care.5 No physician 
can be an expert in multiple specializations. Thus, the age of referral 
medicine arose, with the role of the family physician supplanted 
by what is now known as the primary care physician, certified in 
family or internal medicine, who is the gatekeeper to a panoply of 
specialists. Often these specialists are introduced to the patient and 
family for the first time during a hospitalization without the benefit 
of an in-depth history of the patients they serve. 

Enter new systems of health care delivery in which facility-
employed physicians or hospitalists have replaced the primary care 
physician with admitting and treatment privileges. Increasingly, 
the referral for palliative care or hospice is from the hospitalist, 
especially in facilities where the primary care physician is not given 
privileges to practice. The hospitalist may have little to no history 
with the family and may want palliative care or hospice providers 
to assist in the time-consuming, goal-oriented conversations with 
the patient and family.6 Furthermore, in specialty-driven health 
care, where even primary care is delivered through a group-practice 
model, the patient may have less frequent contact with the physician 
ultimately responsible for his care.

This can be exacerbated by the growing shortage of primary 
care physicians. When a health care crisis occurs, especially with 
a life-altering or terminal diagnosis, a referral is made to either a 
palliative care or a hospice program. Not only the referring specialty 
practice, hospitalist, or primary care physician but also the program 
receiving the referral may be unclear about the values and goals of 
care of the patient and family. Not infrequently, all have had little 
opportunity, until this crisis, to engage in goals-of-care conversa-
tions with the patient and family.

Added to this is the utilitarian view in which health care deci-
sions can be made on the basis of cost of care, reimbursement poli-
cies, penalties for patient readmission, and algorithms that attempt 
to predict months until death.7 With managed care restrictions, 
justification for needed services becomes even more problematic.8  
What are termed “best practices” can be skewed toward discon-
tinuance or refusal of costly unreimbursed acute care in favor of 
reduced care, sometimes euphemistically labeled “comfort care.”

End-of-life or hospice decisions can be made and dispatched by 
a series of checked boxes on an advance directive or an actionable 
order known as a physician’s orders for life-sustaining treatment 
(POLST), which may have little to do with the real-life dilemmas 
being faced by a patient and family.9 These documents may put 
pressure on the provider to deny proportionately beneficial care 
on his or her own initiative or as a concession to the will of the 
patient or, worse, the emotionally and financially stressed family. 
Thus, an overinflated sense of patient autonomy may supersede the 
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obligation of the physician to provide medical care consistent with 
the best interests of the patient.

If ever there was the need for “in-the-moment” decision-
making, it is when the real-life situation has little similarity to those 
anticipated by a prior-executed, cookie-cutter advance directive 
or POLST.10 This is the moment when the interdisciplinary team, 
including specialists and the primary care physician, may be 
most helpful in assisting the palliative care or hospice team with 
appropriate treatment aims. However, with the growing focus on 
community-based (i.e., at home) palliative care programs, there 
can be confusion on how palliative care differs from hospice.11 This 
can have a negative effect on primary care physicians’ referrals and 
limit their involvement in goals-of-care conversations.

Questions about palliative and hospice care represent one of 
the busiest areas of bioethical consultation at The National Catholic 
Bioethics Center. Families report that they are presented with a set 
of facts, often through a utilitarian lens, from a health care provider 
who may be meeting the patient for the first time. If guidance is 
given at all, it may be directed toward withdrawing even propor-
tionately beneficial care, which in some situations may represent 
passive euthanasia.12 

This dilemma is heightened by the fact that Medicare does 
not pay for ongoing long-term care, which is very expensive, 
while hospice is reimbursed. Hospice will not provide “treatment 
intended to cure your terminal illness and/or related conditions, . . . 
prescription drugs to cure your illness, . . . room and board, . . . [or] 
care you get as a hospital outpatient (as in an emergency room), 
care you get as a hospital inpatient, or ambulance transportation.”13 
If Hospice care is the only affordable option, and it does not provide 
proportionately beneficial care, the result can be implicitly intend-
ing premature death.

Need for Collaboration
What can be done? Both palliative and hospice care have a tremen-
dous potential for good. They are needed and must be supported, 
especially as an alternative to physician-assisted death. But as 
described here, numerous forces negatively affect these programs 
well beyond the problem of financing long-term care, which is a real 
need. Families should not be forced to divest their elderly loved ones 
of property and savings to provide long-term care, often ultimately 
paid for by Medicaid, which requires the patient to have exhausted 
financial resources before eligibility.14 Nor should care be directed 
or withdrawn by previously executed checked boxes that have no 
real relevance to the situation faced.

Here rests the critical role of a collaborative team, including 
the primary care physician, referring specialists, and the palliative 
care or hospice physicians, who know the values and goals of the 
patient and family. Such knowledge is facilitated through goals-of-
care conversations. If the referring physician for palliative care or 
hospice is not the patient’s primary care physician, he or she needs 
to be called when a referral is received. The role of the primary 
care physician, in a world of specializations, must remain secure. 

Palliative care and hospice, when utilized together, need to be 
integrated programs in which the primary care physician is a key 
player. Here, within a collaborative interdisciplinary team, all pallia-
tive care and hospice should have its roots, where goals of care can 
be defined in terms of the family’s moral and religious sensibilities. 
This is where spiritual beliefs and needs can be assessed and met, 
and the patient and family can feel comfortable that their desire for 

spiritual and sacramental ministries will be not only respected but 
honored. For Catholics there must be access to the sacraments of 
Penance, Holy Eucharist, and Anointing of the Sick, including, if 
death is imminent, the apostolic pardon, which removes all penal-
ties for sin (purgatory).15 These are great consolations for families 
when the patient and family are faced with the ultimate decision to 
withdraw treatment that has become disproportionately burden-
some to any anticipated benefit to the patient. 

Marie T. Hilliard, JCL, PhD, RN is the senior fellow at The National 
Catholic Bioethics Center in Philadelphia.
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Reflections on Revising  
Part 2 of the ERDs

John F. Brehany


Third in a series that reviews the current ERDs and reflects on what 
changes would be necessary or helpful in their next major revision. 

Introduction to ERDs Part 2 

The content in part 2 of the 1995 ERDs, “The Pastoral and 
Spiritual Responsibility of Catholic Health Care,” is more 

substantive than in any of the past editions. Its introduction covers 
three fundamental points. First, it begins by establishing pastoral 
and spiritual care on the deepest of common grounds—human 
dignity (as created in the image of God) and human destiny (com-
munion with God in heaven), in and through Jesus Christ. Second, 
it emphasizes the integral place of pastoral care within Catholic 
health care, describing it comprehensively, as a range of spiritual 
services, from a listening presence to sacramental ministry. Third, 
it briefly notes some unique features of contemporary pastoral care, 
including shorter hospital stays and the diverse roles of priests, 
deacons, and laity who address a variety of distinct needs.

The majority of part 2’s thirteen directives cover sacramental 
ministry (dirs. 12–20). While these are relatively straightforward, 
they reflect important changes in the Church and health care after 
Vatican II, such as lay extraordinary ministers (dir. 14), the signifi-
cant attention given to the sacrament of Anointing of the Sick (dir. 
15), and norms for the reception of the sacraments of Eucharist, 
Penance, and Anointing of the Sick by Christians not in full com-
munion with the Church (dir. 20). These core topics are bookended 
by directives addressing important organizational issues. Directives 
10 and 11 cover the basic duty to provide pastoral care, the need 
for pastoral care staff to be adequately educated, and their need to 
collaborate with local parishes, clergy, and leaders of other faith 
communities. Directives 21 and 22 address the role of the bishop 
in the appointment of priests, deacons, and non-Catholic personnel 
to a Catholic hospital’s pastoral care staff and in the appointment 
of directors of pastoral care. 

The placement of part 2 within the 1995 ERDs signals the 
importance of pastoral care. In past editions, directives on 
“Religious Care of Patients” always came at the end. The 1948, 1955, 
and 1971 editions addressed certain sacramental issues in a com-
mon order—Baptism, Eucharist, and Penance. And prior editions 
covered a few topics beyond sacramental ministry, including proper 
disposition of amputated limbs and burial of deceased babies. 

Reflections on Revising ERDs Part 2 

While there have been many articles on pastoral and spiritual 
care over the years, few have focused specifically upon ERDs 

part 2. One that did, a 2009 article by Sr. Jean DeBlois, suggested 
six areas for improvement: (1) better recognition of the multiple 
venues in which Catholic health care is offered; (2) recognition 

of the multiple ways pastoral care personnel serve beyond basic 
spiritual services; (3) the need for more education and profes-
sional development; (4) more representational diversity among 
pastoral care staff; (5) solutions for the dearth of priests, which 
affects sacramental ministry; and (6) greater support for funding 
or retaining pastoral care services when health ministry budgets 
are under stress.1 Here, I will suggest other measures to improve 
the guidance in ERDs part 2 on the basis of some key developments 
in the world, in the Church, and in health care.

Some changes of note in the world include a decline in religious 
practice among Catholics as well as a decline in membership and 
practice within organized religions, especially in Western industri-
alized nations. This trend has been accompanied by a concomitant 
rise in various spiritualities untethered from Christianity and other 
traditional religions. One of the most important recent develop-
ments in the Church, in terms of of applying and integrating the 
work of the Second Vatican Council, has been the emphasis on the 
New Evangelization throughout the last three pontificates. Finally, 
health care organizations have continued to evolve, with increasing 
numbers of skilled employees and administrators, including posi-
tions such as “directors of mission services and ethics” designed 
to support Catholic and mission identity in the new millennium.2 
Other changes include increasing health care delivery outside 
traditional hospital settings and new challenges posed by severe 
pandemics. Based in part on these developments, here are a few 
practical suggestions for helpful revisions to part 2. 

New Directives regarding Pastoral Care

First, COVID-19 has affected every dimension of health care 
financing and delivery, including pastoral care services. Threats 

to the health and well-being of priests, chaplains, and pastoral care 
staff are real. Still, it is essential that sacramental and pastoral care 
continue to be offered even in the midst of present and future pan-
demics. The next revision of the ERDs should call for all Catholic 
health ministries to have measures in place to ensure that the 
sacraments are not denied to patients and that pastoral care staff 
are adequately protected.

Second, the decline in religious faith and practice and the rise 
in alternative spiritualities have affected Catholic health ministries. 
With good motives and at times based on patient request, some pas-
toral care staff have offered “complementary alternative medicines” 
such as Reiki and have drawn upon new age spiritualities, practices, 
and beliefs. There has been important recent guidance on these 
issues by the USCCB Committee on Doctrine and in a joint docu-
ment from two pontifical commissions.4 The next major edition of 
the ERDs should incorporate this guidance to prevent conflicts in 
religious beliefs and Catholic identity and to address other impor-
tant ethical questions about offering such practices in health care.5

Third, over the last twenty years, greater attention has come to 
be paid to the grief of couples who suffer early pregnancy losses.6 
Pastoral care programs and distinctive forms of outreach to such 
couples are growing.7 While the needs are real and significant, there 
is no mention of this topic within the current edition of the ERDs. 
This is ironic because earlier editions addressed the distinct but 
related topics of the disposition of human remains in the case of 
miscarriages and stillbirths. Yet these topics were entirely dropped 
in the 1995 ERDs. Given the importance of these issues in pastoral 
care, the next edition of the ERDs should address this topic.s
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New Guidance regarding Organizational Identity, 
Mission, and Culture

The second article in this series noted the importance of organi-
zational ethics for Catholic health ministries as distinct from 

their social responsibilities. Organizational mission, spirituality, 
and culture are topics of great significance for Catholic health 
care, yet they have received practically no formal attention in the 
current edition of the ERDs. Of note, the term evangelization is 
not mentioned once in the 1995 ERDs.8 This is ironic since one of 
the most distinctive developments in the papal Magisterium of the 
last fifty years has been the emphasis on evangelization, from Pope 
St. Paul VI’s apostolic exhortation Evangelii nuntiandi (1975) to 
Pope St. John Paul II’s Redemptoris missio (1990) to Pope Emeritus 
Benedict XVI’s founding of the Pontifical Council for Promoting 
the New Evangelization (2011) to Pope Francis’s encyclical Evangelii 
gaudium (2017). All these documents and popes have emphasized 
the need to be bold and courageous, to go beyond maintaining the 
status the Church has gained in the world, and to explicitly proclaim 
the identity, teaching, and mystery of Jesus Christ. 

As a venerable ministry of the Catholic Church, health care 
organizations share in the mandate to evangelize. While they must 
find a manner and language to do so consistent with other duties 
and roles and avoid any taint of proselytism, Catholic health min-
istries nevertheless should strive to bear positive, explicit witness 
to the full Gospel of Jesus Christ and to facilitate an encounter with 
him. They can do this not only in the course of their daily work but 
in witnessing to all the Church’s teachings on the sanctity of human 
life, on the human body and sexuality, and on social responsibilities. 
Explicit guidance on this effort and on the role of traditional and 
new leaders such as directors of mission services should support 
this effort. 

Beyond evangelization itself, there are important steps that a 
Catholic health ministry can take to build an authentically Catholic 
culture among its employees. Some measures, no doubt, are in 
place, for example, in the presence of chapels and religious artwork. 
However, ways can and should be found to draw appropriate atten-
tion to key seasons, feasts, and memorials in the liturgical calendar 
to ensure that the ministry’s sense of time is not dictated entirely 

by the calendar or fiscal year. In addition, formal guidance in the 
area of prayer arguably would be of benefit. Some practice of prayer 
already exists. But in my experience, the habit of offering reflections 
before meetings is more common than Christian prayer. Yet if the 
maxim lex orandi, lex credendi retains its validity (and I believe that 
it does), then for Catholic health ministries to build organizational 
cultures animated by the Gospel and Catholic beliefs and practices, 
they must do more to integrate the forms and formulas of authentic 
Christian prayer. Formal guidance in the next edition of the ERDs 
can encourage this effort. 

John F. Brehany, PhD, STL, is the executive vice president of The 
National Catholic Bioethics Center.
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