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ABSTRACT

Background: People with serious illness frequently rely on religion/spirituality to cope with their diagnosis,
with potentially positive and negative consequences. Clergy are uniquely positioned to help patients consider
medical decisions at or near the end of life within a religious/spiritual framework.

Objective: We aimed to examine clergy knowledge of end-of-life (EOL) care and beliefs about the role of faith
in EOL decision making for patients with serious illness.

Design: Key informant interviews, focus groups, and survey.

Setting/Subjects: A purposive sample of 35 active clergy in five U.S. states as part of the National Clergy End-
of-Life Project.

Measurement: We assessed participant knowledge of and desire for further education about EOL care. We
transcribed interviews and focus groups for the purpose of qualitative analysis.

Results: Clergy had poor knowledge of EOL care; 75% desired more EOL training. Qualitative analysis
revealed a theological framework for decision making in serious illness that balances seeking life and accepting
death. Clergy viewed comfort-focused treatments as consistent with their faith traditions’ views of a good
death. They employed a moral framework to determine the appropriateness of EOL decisions, which weighs the
impact of multiple factors and upholds the importance of God-given free will. They viewed EOL care choices to
be the primary prerogative of patients and families. Clergy described ambivalence about and a passive approach
to counseling congregants about decision making despite having defined beliefs regarding EOL care.
Conclusions: Poor knowledge of EOL care may lead clergy to passively enable congregants with serious illness
to pursue potentially nonbeneficial treatments that are associated with increased suffering.
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Introduction

RELIGION AND SPIRITUALITY (R/S) play important roles in
the lives of most Americans,1 and those with serious
illness frequently rely on R/S to cope with their diagnosis and
its implications.” For example, measures of R/S and spiri-
tual well-being are associated with improved quality of life for
patients facing advanced illnesses® and, among seriously ill
patients, existential and spiritual questions are common.®"!
Accordingly, studies suggest that spiritual support provided
by religious community leaders (clergy) to terminally ill
cancer patients and their families influences end-of-life (EOL)
decision making.'?

Advanced cancer patients reporting high support from
religious communities receive less hospice care and more
aggressive medical interventions at the end of life.'>'
Data indicate that such intensive measures, aimed at
prolonging life, may contribute to patient and caregiver
suffering without meeting that aim.'>'® These findings
contrast with findings that contemporary teachings from
religious faith communities and leaders rarely uphold in-
tensive hospital-based care as an ideal for dying.!”-'® This
raises the question of what clergy believe regarding EOL
care and how they support and counsel their seriously ill
congregants.

Patients’ beliefs in miracles, the sacredness of life, and a
spiritual call to endure suffering within illness may influ-
ence EOL treatment decisions.'*'! Clergy may be
called upon to provide spiritual guidance related to these
beliefs and their impact on decision making, but many
report inadequate knowledge concerning EOL medical is-
sues. ' 72323 Understanding clergy beliefs and perspectives
on EOL decision making is a critical step in helping on-
cology and palliative care clinicians uphold religious pa-
tients’ values and better engage faith communities as they
support congregants at the end of life. In this study, we
examine clergy knowledge of EOL care and beliefs about
the role of faith in EOL decision making for patients with
serious illness.

Methods
Sample

The National Clergy Project on End-of-Life Care is a
National Cancer Institute-funded mixed methods study
designed to examine the beliefs and practices of US clergy
regarding spiritual care to congregants near the end of
life."”-** Our purposive sample of active clergy represented
preidentified racial, educational, theological, and denomi-
national categories hypothesized to be associated with
more intensive utilization of interventions intended to
prolong life at the end of life. The study oversampled
Asian, black, and Hispanic Christian ministers to capture
the perspectives of those from religious communities as-
sociated with high medical utilization at the end of life."?
We conducted key informant interviews (n=14) and focus
groups (n=21) with participants in five U.S. states (Cali-
fornia, Illinois, Massachusetts, New York, and Texas).
Participants had no prior relationship to the researchers.
All participants provided informed consent as per proto-
cols approved by the Dana-Farber/Harvard Cancer Center
Institutional Review Board.

SANDERS ET AL.

Focus group and qualitative
interviewing procedures

An interdisciplinary panel of oncology and palliative care
clinicians, health services researchers, medical educators,
and theologians developed a semistructured interview guide
to explore clergy perspectives on EOL decision making (see
Supplementary Data for questions; Supplementary Data are
available online at www.liebertpub.com/jpm). Specifically,
clergy were asked to consider a congregant facing terminal
cancer and respond to a variety of religiously motivating
factors that may influence patients’ decisions to pursue ag-
gressive or comfort-focused care.

Between November 2013 and September 2014, MJB, JP,
and TL conducted 2 focus groups and 14 individual inter-
views in English (n=31), Spanish (n=2), and Mandarin
(n=2). Participants received a $25 gift card for participation.
Focus groups and key informant interviews were audio-
recorded and transcribed verbatim. Spanish-language tran-
scripts were translated into English for analysis.

Participants completed preinterview surveys assessing
sociodemographic factors and a 9-item measure of medical
knowledge concerning hospice/palliative care, intensive
care, and pain management.

Qualitative analysis

We utilized multiple methods of triangulation to enhance
and test validity and transferability, including the use of
multiple data sources, and the use of multiple analysts from
different genders and relevant professional backgrounds
(nursing, medicine, sociology, theology), including those
with formal training in qualitative methods (M.J.B. and
J.S.).%* All authors independently analyzed all transcripts and
identified themes and subthemes using an editing style of
thematic analysis based on grounded theory.?® We derived a
final coding scheme through a collaborative process of con-
sensus building among all authors. Four authors (A.B., J.S.,
R.Q., and V.C.) applied the finalized codes to all transcripts
using NVivo (v10, QSR International) and resolved coding
discrepancies by consensus. All team members contributed to
the article and graphical representations.

Results

Participant characteristics, knowledge, and
attitudes toward end-of-life medical care

Table 1 provides participant demographic information on
the clergy, who averaged 20 years of service. Half of clergy
were non-white, greater than three quarters of participants
were Protestant, and a majority identified themselves as
theologically conservative.

Clergy knowledge of hospice and palliative care was poor, as
illustrated in Table 2. Over 40% did not understand the role of
palliative care in addressing symptoms. Similarly, they over-
estimated the negative impact of using pain medications and
underestimated the ability to address their side effects. Most
(81%) overestimated the success of in-hospital CPR. A majority
of respondents (73.4%) desired to participate in EOL training.

A theological framework for end-of-life decision
making. Qualitative data analysis suggested that clergy
rely on a theological framework for EOL decision making
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TABLE 1. CLERGY DEMOGRAPHIC CHARACTERISTICS, N=35

n %
Male gender 32 914
Average years serving as clergy (n=32%) 20 years

Geographical location

Northeast (Massachusetts and New York) 11 314

Southwest (Texas) 11 314

Midwest (Illinois) 10  28.6

West (California) 3 8.6
Race (n=32)

White 16  50.0

Black 14 437

Asian 2 6.3
Ethnicity (n=30)

Latino/Hispanic 2 6.7
Religious tradition (n=35)

Protestant” 27 77.1

Roman Catholic 4 11.4

Eastern Orthodox 1 2.9

Jewish 2 5.7

Other (Center for Spiritual Living) 1 2.9
Theological orientation (n=32)

Theologically conservative® 21 65.6

Theologically liberal 11 34.4
Educational level (n=34)

Below Master’s Degree 6 17.7

Master’s Degree (e.g., MDiv) 15 441

Doctoral Degree 13 382

“Not all participants responded to every question.

Protestant clergy identified with the following Protestant
denominations: Assemblies of God (2), Baptist (5), Congregational
(4), Episcopalian (1), Methodist (3), Nondenominational (6),
Presbyterian (1), and Seventh-Day Adventist (1). Four Protestant
clergy did not disclose specific denominational information.

“Clergy were categorized as theologically conservative if they
agreed with the following statement: ‘“My religious tradition’s Holy
Book is perfect because it is the Word of God.”

that aims to balance two constructs, seeking and accepting.
Refer to Figure 1 for a diagrammatic illustration and to
Table 3 for representative quotes.

Seek life and accept death. Participants widely agreed that
human life is sacred. However, the preservation of life as a
precious gift from God in the setting of serious illness needed
to be understood in the context of human mortality. More
than mere biological function, clergy viewed life as a process
of meaning—making in the eyes of God. Moreover, as one’s
God-endowed identity and human dignity become threatened
by the suffering and reduced consciousness resulting from
invasive medical care, a transition from seeking life to ac-
cepting death as the next stage in God’s plan rises to critical
importance. Clergy highlighted the critical importance of the
transition from seeking life to accepting death, as noted in
these words from a Hispanic Pentecostal pastor:

“We do believe in a culture of life...but there are some
situations where I think ... you might even be losing more
than gaining something by trying... There are some moments
where you need to let go and...accept that you are dying”’
(JP414).

Seek miracles and accept God’s will. Participants fre-
quently referenced divine miraculous healing as a source of
hope and a potential motivation for life-prolonging inter-
ventions. Miracles were unanimously viewed as possible,
with several participants sharing personal accounts. How-
ever, all clergy upheld that miracles are rare and should not be
depended upon. Many expressed concern that a focus on
miracles could be disingenuous when a patient is dying, could
engender false hope, and/or could precipitate a crisis of faith
should a miracle not transpire.

In fact, clergy frequently referenced acceptance of God’s
will as a critical counterpoint to seeking miraculous healing.
“Lalways say ‘If God wants.’ ... God is not your [genie ] lamp
with your three wishes”” (CM1217). Since death was not
viewed as a finale, but rather as portal to God calling you
home (FG Texas 3), clergy encouraged the acceptance of

TABLE 2. CLERGY KNOWLEDGE AND DESIRE FOR TRAINING REGARDING END-OF-LIFE CARE, N=31

Correctly Incorrect
answered or not
(%) sure (%)
Understanding of hospice and palliative care
1. Hospice care focuses on the comfort of patients who have 6 months or less. 74 26
2. Palliative care is care that helps with symptoms (e.g., pain) of incurable disease. 61 39
Understanding of intensive care
3. In the hospital, the percentage of people who survive CPR when 19 81
their heart or breathing stops is 25% or less.
4. When a person is intubated or has a tube connected to a machine 84 16
that helps them breathe, they cannot talk.
5. When a person is intubated or has a tube connected to a machine 100 0
that helps them breathe, they cannot eat with their mouth.
6. When a person is intubated or has a tube connected to a machine 71 29
that helps them breathe, they are usually sedated (not conscious).
Understanding of pain management
7. There is much that can be done for cancer pain. 90 10
8. Cancer patients do not frequently become addicted to pain medications. 26 74
9. There are effective treatments if you have side effects to pain medicines. 68 32

CPR, cardiopulmonary resuscitation.
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God’s will. One black Chicago minister remarked, ‘“‘Death
itself is a cure to what ails you. It’s the healing” (FG
MIJIB1030-D).

Seek redemption through and accept relief from suffering.
Clergy generally viewed suffering as a complex phenome-
non: inevitable and therefore to be accepted; redemptive and
therefore valuable; and important to relieve by all means
necessary. As one said, ‘“We don’t suffer for the faith”” (CM
1219).

Participants saw faith as therapeutic against suffering: ““/
think that a strong faith can minimize suffering and...help
people endure pain’” (CG124). Christian clergy viewed
Christ’s suffering on the cross as emblematic of God’s
companionship with those in distress. In this way, illness
could strengthen one’s intimacy with God and, in turn, give
meaning to and alleviate their suffering. Similarly, a rabbi
noted, ‘‘sort of reckoning, almost a reevaluation of a rela-
tionship with God that comes through illness. Maybe we can
call that testing, in a way of reaching out to God and God
reaching out to us in our suffering, and you find some value in
the suffering” (RT11142014).

A moral framework for end-of-life decision mak-
ing. Clergy highlighted themes that suggest a moral
framework for guiding EOL decisions. Using these criteria to
determine what is reasonable and rational (MB107), or pro-
portionate (CM1219), patients can make treatment decisions
informed by the benefits and burdens of treatment. Table 4
summarizes these themes with representative quotations.

Age, family, and community responsibility. Clergy cited
age and family or community responsibility as factors that
should impact decision making. In contrast to the elderly,
young people were thought to have more responsibility to
pursue therapies aimed at prolonging life. Similarly, clergy
indicated that family and community responsibilities might
or should lead one to pursue intensive treatment options,
whether out of duty or a sense of obligation (MB107).

Prognosis and treatment burden. Faith in God’s ultimate
power to heal and examples of patients outliving the prognoses
given by their physicians led several clergy to feel that decisions
to pursue invasive treatment may be justified by prognostic

Theological framework for end-of-life decision making.

uncertainty. Although death is inevitable, many felt the timing
was potentially unknowable by clinicians. As one said, “We
know there is nothing medicine can do, but we know God can. [
heard stories about people that doctors said are going to die in
2, 3 months, 4 months, and they live 10, 15 years” (MB1021).

Despite doubts about prognostic accuracy, most clergy
viewed the recognition of approaching death as an inflection
point around which treatment decisions might change. When
the burden of illness and invasive treatments result in ex-
cessive suffering, the pursuit of life-prolonging interventions
should be abandoned in favor of accepting the natural course
of events (CM1217).

Free will. Clergy consistently underscored the individual
nature of decision making in serious illness because of God’s
gift of free will, that is, a sense of agency or autonomy in
decision making. On the one hand, free will gives people the
power to choose. As one said, ““Some people want [more
aggressive care] and some people don’t” (MB1030). While
some tied this choice to faith, others indicated that it was a
choice independent of faith. Of note, however, free will im-
parted the weight of moral responsibility. Thus, deferring or
neglecting medical decision making in deference to faith was
considered problematic: ‘“Nothing relieves me of needing to
think. I believe it is because God gives me, if you want to put a
theological term on it, free will.”” (MIB1030-H).

The clergy role in EOL decision making. Clergy were
ambivalent about and adopted a passive approach to coun-
seling congregants about decision making despite having
defined beliefs regarding EOL care. No respondent viewed
aggressive care as a clear good; several said that it hampered
a good death, and one indicated that it was an absolute bad.
The majority indicated that the appropriateness of the de-
cision depended on each patient’s preferences, circum-
stances, and self-assessment of likely treatment outcomes.
Beliefs about free will lead clergy to refrain from influ-
encing EOL medical decisions to value patient discretion
over moral consideration. They embraced the role of sup-
porting, not questioning, a seriously ill patient’s decision to
pursue aggressive or comfort-focused care. Descriptions of
their faith tradition’s view on the moral appropriateness of
aggressive care (Table 5) both reinforced the individual
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TABLE 3. THEMES AND REPRESENTATIVE QUOTATIONS COMPRISING A THEOLOGICAL FRAMEWORK
FOR END-OF-LIFE DECISION MAKING

Seek...

Accept...

...Life
Every individual life is sacred...one should seek healing
both through prayer and through available medical
means.” (CG124)
We do practice and we do believe in a culture of life... So
I would say that yes, I would advise people to get
aggressive treatment but it would depend on the situation.
(JP414)

...Death

How is your life going to glorify God? How, when you face
this, can you face this in a way that will bring glory to the
God who gave you life? (FG MJB314-2)

My faith tells me love God and we are here a short time.
Very short time and we are going to die. So, time is short;
do all the good you can. Love and help as many people as
you can. That is very important. It is not written anywhere
that you have to live longer. (CM1217)

Life is a gift. We don’t take it for granted. It is precious. It is to be fought for. It is to be cherished. ... The second piece,
though, is that life is finite...and it comes to an end and then we enter into glory. The third piece then is God is sovereign
and God’s intention is that all would come to Him through His son. Therefore, we are all in, zealously striving to live into
the kingdom on the earth and value life and the gifts that life gives us right up until the moment where you draw that last
breath. (FG MJB314-3)

...Miraculous Healing ...God’s Will
“It’s faith, I think, that if we can keep you going and keep  First thing, [a congregant]... told the doctor, “Well, I don’t
praying and asking God and get enough people to pray... want you to do CPR. If God calls me it means it is my
then maybe we’ll reach that threshold, and God will time to go home and I don’t want you to get in between
answer the prayer and keep you going” (MB107). God and me, but if God heals me then it means I still have
I never want to foreclose the possibility of some healing. things to do here. And so I will believe, but I don’t want
(FG MJB416-1) you to do CPR.” And he rejected CPR and all the way to
If we are not praying for the impossible sometimes we the end he told people, ““you know what, the best thing to
have no faith. (FG MJB416-11) do is to accept God’s will; we were created to live.” ...
That is the thing, when you have that confidence you
accept Gods’ will on one hand, on the other hand you
have faith. (FG MJB416-4)

That God can perform a miracle; obviously, that is true from our perspective. The reason we call them miracles is that the
probabilities are not special high. They are miraculous and therefore not something you should plan on. If it happens, then
glory to God but if in the meantime if you are told that you are dying then I think you should try to come to terms with
that; make peace with that and place yourself in God’s hands. (CG124)

God can do everything. He can raise someone from the dead if he wants. Yes, God can do a miracle. Don’t be angry if he

doesn’t make a miracle because God’s will is inscrutable. We don’t know his ways. (CM1217)

...Redemption through Suffering
Our Lord Jesus Christ suffered a lot for a good purpose;
for a higher purpose: our salvation. ... Suffering is part of
life but united to Christ it is possible. (CM1217)

“I do think there is a kind of testing, a sort of reckoning,
almost a reevaluation of a relationship with God that
comes through illness. Maybe we can call that testing, in a
way of reaching out to God and God reaching out to us in
our suffering, and you find some value in the suffering”
(RT1114).

...Relief from Suffering

I’'m the kind of person that if you have a pill or breakthrough
that can relieve suffering, I’'m not going to sit there and
suffer. Give me the shot. Just give me the shot because I
also believe that God gave you the wisdom to make the
medications and whatever means to offer and administer
health. (MB129)

I don’t think God calls us perhaps to suffer in that kind of
way. (FG MJB1030A)

We do think that suffering is part of God’s way of testing me but at the same time we don’t invite or embrace painful
procedures. (CG124)

A lot of people think also that they must suffer; that when I suffer I place my sufferings at the foot of the cross and it is
redemptive suffering, which is true, but nobody should suffer if there are ways to relieve them from suffering. (CM1219)

nature of EOL decision making and highlighted the tension
inherent to their passivity.

A few clergy suggested that they may be too passive in this
role: “We have not done a good job...on preparing people to
die—that they don’t need to live the last days of their lives under
terrible and excruciating pain’’ (JP414). Another located
clergy passiveness within a general culture of death denial: ““/
am not real sure that there is a lot of being in touch with the
reality of death. There is always this sense of false hope when
death is inevitable, when death is something we should be
embracing, we want to heal them...in the name of Jesus”

(MJB1030-E). A few lamented that clergy passiveness was
partially a result of the patient or family not consulting the
minister on medical issues until it is too late: “...people don’t
come to ask for advice. They do things and call us when they
are dead or at the point of dying”” (CM1219).

Discussion

This multimethod study describes how clergy conceptualize
religious rationales for, and their role in, medical decision
making by congregants facing terminal illness. Clergy
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TABLE 4. THEMES AND REPRESENTATIVE QUOTATIONS COMPRISING A MORAL FRAMEWORK
FOR END-OF-LIFE DECISION MAKING

Age, family, and community responsibility

If you look at a 25 year old and a 95 year old, there are two different mindsets on decision making with those ages. A 95
year old a DNR may be a totally moral decision to make. For a 25 year old to say I don’t want a DNR and they are a
healthy person, that is an immoral decision to make. (CM1219)

I might have a heart attack, but I am 35 years old and I have three children. And my wife, she is not working. I need to have
a resuscitate me order. It’s like, ““Yes! Resuscitate me! Please! If possible.”” It depends. Maybe ‘I am 93 years old. Let me
die. If God calls me I’ve already lived a long time. I don’t mind. If I have a heart attack, it’s my time.” So it depends. It’s
neither moral nor immoral. (CM1217)

There does come a point where, just out of duty and a sense of obligation, the people are investing resources where it’s just
not rational; it just doesn’t make sense. But because they feel guilty, or pressure from the family, they just had to do it.
(MB107)

The family is just convinced that they have to do everything possible; they don’t want to lose this loved one. Like my mom
she died of pancreatic cancer and when she came out of surgery and they told her it was cancer and what they had done,
she immediately started getting ready for death. I mean, she was just as courageous as anybody I’ve ever seen in my life.
And the family, we’re just like ““you have to do everything possible.” (FG MJB416-11)

Prognosis and treatment burden

Once the dying process is recognized as basically having the upper hand, I guess the teaching of the church would lean
toward those that want to make heroic measures may do so, but the teaching of the church would lean toward saying that
dying is a part of this life, that is nothing to be afraid of. (CG124)

Sometimes you will have to forgo some medical treatment because they are too evasive or burdensome and you just, with
the help of doctors, better forgo it and accept the natural course of events or natural process of death. That is part of
acceptance. (CM1217)

You come to that third, forth, filth round of chemotherapy your body is being ravished. You are miserable and the cancer
itself has no known cure. You can let it take its normal course. ... But you can also say, wait a minute, enough is enough.
The burdens are outweighing the benefits and it is disproportionate for me to continue on, and you could say, no I just
want comfort care. (CM1219)

““We know there is nothing medicine can do, but we know God can. God can. I heard stories about people that doctors said
are going to die in 2, 3 months, 4 months, and they live 10, 15 years.”” (MB1021)

Now if they tell me she had a two percent possibility of living, even that two percent is valid because it could be that among
one hundred God says she will live. ... If the person says there is no percent chance of life but I will still trust that God
can do a miracle and I will submit, I would tell them that that is a good option because sometimes doctors steal their hope
and say they are not going to live, but God does other things and they end up living longer (JP0049).

Free will

I would say my belief in God encourages me to think about a healthcare proxy, it encourages me to think about a DNR;
which can be appropriate at times. .... We have been given the ability to think and to reason and to make free choice and
these are the choices that we have to make. Depending on the benefits and burdens of where I am in my lifetime and what
those benefits and burdens are, a DNR may be appropriate. (CM1219)

I would just be an automaton if I did not think about things. So I still have choice in the matter although ultimately God
trumps me, but he gives me freedom of choice. So I can choose although in the end of the day his will shall be done. So I
am not relieved of my ability or choice to think about it. (MJB1030)

You hear, you learn and based on your convictions, you decide. Based on the convictions of the scriptures, His word, your
understanding; you decide. Do you want the treatment or do you not want the treatment? ... I don’t jump into those kinds
of things because I think that is up to the patient to decide; how much, how little or when. (MB129)

Dying the way you want to die is consistent with our religion. If you want to die in ICU pursuing life, that’s your choice. If

you want to die at home with hospice care, that’s your choice and we support both of them. Neither one is right or wrong.
One is definitely more comfortable than the other. (RT0819)

DNR, do-not-resuscitate order.

described a balanced approach to spiritual care in which they
upheld the sanctity of life while validating the timely accep-
tance of death. Most affirmed that comfort-focused treatments
were consistent with their faith and may facilitate a good death.
Clergy apply theological and moral principles to determine the
appropriateness of EOL decision making, which uphold free
will, balance seeking life and accepting death as God’s will,

and weigh the impact of age, family responsibility, and burden
of treatment. A comfort-focused approach to EOL care was
upheld as ideal, yet EOL care choices were viewed to be the
primary prerogative of patients and their families.

Clergy demonstrated little knowledge of EOL care, such as
the role and benefits of palliative care and potential harms in-
herent to invasive interventions. Many grossly overestimated



CLERGY VIEWS ON END-OF-LIFE DECISION MAKING

TABLE 5. CLERGY AND THEIR FAITH TRADITION’S VIEWS ON THE APPROPRIATENESS OF AGGRESSIVE
CARE AT THE END OF LIFE

“[Getting aggressive care is] not consistent with my personal faith. Maybe the organization as a whole might consider it one
way or the other, but again, I think it has to do with a lot of things that are personal to the patient and what they are
dealing with specific to their family, to their environment, to those things.”” (RT729)

“Bad. ... Again, if the family wants to do that we are not going to tell them that it is bad. But I think the generally attitude
would be that the person needs to come to terms with death to accept the fact that they are dying, and to reduce their fear
of it. Again, that is something we all have to go through. But, in our situation that is not the end of everything; it is not

oblivion. (CG124)

I would be inclined for the palliative care and forgo that extraordinary measurements in which the person is almost
unconscious and the person cannot even speak or relate to family members; cannot even pray, perhaps. I would see those
things as kind of a handicap for a good death. ... But I think the spiritual good of a good death is a high priority.

(CM1217)

I think it is an individual decision based on benefits and burdens and proportions and disproportions. ... You can’t just say

one way or the other. (CM1219)

My theology sees the real world, and it really does weigh, it does consider the cost in terms of what is reasonable and
rational and what is unreasonable and irrational. There does come a point where, just out of duty and a sense of
obligation, the people are investing resources where it’s just not rational; it just doesn’t make sense. (MB107)

There are ways we can extend life, but also if someone has a conviction that they rather die, if they consider dying with
dignity and it has to do with leaving this earth with peace and they don’t want to take any treatment, I don’t think they are

turning their backs to their faith. (JP414)

Dying the way you want to die is consistent with our religion. If you want to die in ICU pursuing life, that’s your choice. If
you want to die at home with hospice care, that’s your choice and we support both of them. Neither one is right or wrong.
One is definitely more comfortable than the other. (RT0819)

I don’t know if I could answer whether it’s good or bad. It depends on what the patient, patient’s family has discussed
before. As long as they’ve thought about their decisions before, at that point I'm not going to evaluate it or judge it. I'd
say it’s not consistent or inconsistent with the traditions’ vision of a good and faithful death. It just really depends on if
it’s done with a sense of peace, concern, and thoughtfulness. I guess, in general, it’s not, but I would be reluctant to judge
it if it’s entered into with open eyes on part of the family and the patient. (RT1114)

I don’t think it is a good death. It is very traumatic even to the family going into ICU seeing the patient. Many cry instantly.
And seeing the person struggling for air and with all its tubes, are cut in the throat, inserting. It’s not my idea of a good

death. (TC1030)

the benefits of aggressive medical procedures at end of life.
Few clergy expressed awareness of other key factors such as
disease staging and the burdens of invasive treatment, and
many distrusted prognostic information. Most desire more
EOL care training, which may reflect their uncertainty about
these topics and hence their ambivalence about counseling
congregants about EOL care decisions. Given the com-
plexities of and uncertainties about decision making in this
context and an emphasis on free will, clergy overwhelm-
ingly viewed their role in their congregants’ EOL medical
decision making as passive.

These findings extend and contextualize previous studies
in this area, which have reported that religious or spiritual
coping and religious community spiritual support are asso-
ciated with patient preferences for intensive EOL care,*’
optimistic prognostic perceptions,”®**’ more intensive cancer
care, and less frequent and shorter hospice use.'*?° Our data
indicate that many clergy view these EOL outcomes to be
undesirable and inconsistent with their own religious tradi-
tions."” Despite their balanced approach of seeking and
accepting, clergy were reluctant to confront potentially
simplistic patient presuppositions about the sanctity of life
and miracles that drive the pursuit of life prolongation at any
cost. This is, in part, because religious expressions of hope
reflect faith in God, which clergy seek to strengthen rather
than undermine. Some clergy acknowledged this apparent
tension and rationalized it by upholding congregants’ free
will to make EOL decisions.

Our data indicate that clergy, in their role as theological and
moral guides, may unintentionally enable congregants’ deci-
sions to pursue nonbeneficial invasive care when terminally ill.
This may be true even when they feel that such care may be
neither theologically mandated nor morally proscribed and
may both contribute to suffering and impede a good death. For
example, while hope in a miracle in the setting of terminal
prognosis can be an authentic expression of faith, it can also be
a sign of unexpressed fears and/or denial of dying.*® Further-
more, it may lead to spiritual crisis if no miracle occurs.

Our study reveals an opportunity for clergy to guide their
congregants by proactively presenting a theological account
that upholds each axis point of seeking and accepting (Fig. 1).
In circumstances where the patient or loved ones are focused
exclusively on cure despite a poor prognosis, it may be espe-
cially incumbent upon the patient’s minister to pastorally in-
troduce the importance of acceptance, even if still legitimizing
hope for cure. This theological balance parallels a strategy
articulated in the palliative care in oncology literature, which
strives to balance hope and realism as a therapeutic goal.’!
Clergy may benefit from learning communication approaches
that help strike this balance for patients facing poor prognoses.

Rather than undermining free will, helping seriously ill
congregants navigate decision making using a framework that
balances seeking and accepting may provide a richer under-
standing of the spiritual implications of treatment decisions. A
growing medical literature in shared-decision making supports
this approach.’>** Patients may feel abandoned by clinicians



who, to avoid paternalism, rigidly apply the bioethical princi-
ple of autonomy and provide treatment options without guid-
ance.** They may find clergy’s passive approach to counseling
similarly inadequate. These findings suggest an opportunity for
clergy to embrace a more active role, not by proscribing
medical decisions per se, but by emphasizing a wider theo-
logical framework that accounts for poor prognosis, the po-
tential futility of treatment, acceptance of death, and
consideration of comfort-focused care. This suggests the need
for greater clergy education in EOL care.

Community-based outreach and education by medical
professionals to clergy and faith communities remain un-
tapped opportunities and a strategic step forward in disease-
based and palliative care.> >’ Community clergy forge long-
term relationships with congregants, carry spiritual influence,
and may therefore be best qualified to advise on challenging
religious issues.’®*® Consistent with other studies, clergy in
this study desire additional education around decision mak-
ing in serious illness and EOL care.”**

We have proposed elsewhere a framework for clergy ed-
ucation that accounts for who clergy are, what they do, and
what they believe.”” Because clergy neither advocate for
invasive medical care nor perceive it necessarily as a moral
good, this study highlights a tension between beliefs and
practice that reveals a potential target for educational inter-
vention. For example, a deeper understanding of the factors
that shape clinician prognostication, the impact of invasive
medical procedures in the setting of terminal illness, and the
care models available to alleviate suffering (e.g., palliative
care and hospice) would empower clergy to counsel con-
gregants about the moral and spiritual implications of EOL
medical decisions.

This study has some notable limitations. Foremost among
these, qualitative design offers in-depth perspectives that
may not be generalizable. While ethnically diverse and rep-
resentative of US congregations,*® our sample was predom-
inantly male, Christian, and theologically conservative (the
latter a feature of our purposive sampling). Perspectives of
clergy representing other religions require further explora-
tion. Finally, our sample had a higher than average level of
education, which may suggest that the need for further edu-
cation is understated by our sample.

Conclusions

Clergy describe a theological framework that balances
seeking life and accepting death, but their moral framework
dominated by free will may lead to pastoral care approaches
that passively enable congregants to pursue potentially non-
beneficial EOL treatments associated with increased suffer-
ing. Clergy education represents an important opportunity to
close the gap between clergy’s beliefs and actions, to support
religiously informed decision making by patients that mini-
mizes unnecessary physical and spiritual suffering, and to
partner with disease-based and palliative care clinicians to
improve the EOL care of patients with serious illness.
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