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Abstract: As medical science has evolved, many conditions that once were thought to be “death sentences”
have become chronic illness. In some ways, this makes death and dying more complicated, fraught with
decisions about what care is appropriate and when to withhold or withdraw care. Studies have shown that
most patients faced with life-threatening illness have spiritual needs that are not adequately addressed by
their health care providers. The philosophy and practice of palliative care operates upon an understanding
of whole person care, reflected in the muli-dimensional approach of the biopsychosocial model. One cannot
provide whole-person care without giving consideration to the relevant spiritual needs held by patients with
serious illness. As palliative care clinicians, we are uniquely positioned to work with teams/patients/families
to explore the many variables that individuals and their families use as the guiding principles when making
difficult decisions around end of life. While we are often consulted to manage physical symptoms, that is
only part of our work. As we work on building relationships, both with our patients and their care team,

we are often able to help facilitate communication that allows for mutually satisfactory goal setting. We are
equipped to work with patients within their cultural contexts of which spirituality is a part. It is important

to recognize the barriers to providing adequate spiritual care. The National Consensus Project has created
clinical practice guidelines to provide a road map for the provision of quality palliative care. These guidelines
delineate eight domains that are addressed through the provision of palliative care; the fifth domain gives
attention to spiritual, religious and existential aspects of care. Guidelines recommend the use of standardized
tools wherever possible to assess spiritual needs; referral to members of the interdisciplinary team who have
specialized skills in addressing existential and spiritual concerns, and initiating contact and communication
with community spiritual providers as requested by patients and their families. Palliative care providers are
also called to be advocates for the spiritual and religious rituals of patients and families, especially at the time
of death.

Keywords: Spirituality; palliative care; end of life; religion; spiritual distress; religious coping; biopsychosocial

spiritual model

Submitted Apr 02, 2014. Accepted for publication Jul 01, 2014.

doi: 10.3978/j.issn.2224-5820.2014.07.05

View this article at: http://dx.doi.org/10.3978/j.issn.2224-5820.2014.07.05

Introduction

There is no doubt that the American population is aging; life
expectancy has increased and, in turn, more people are living
longer and sicker. By the year 2030, 70 million Americans
will reach the age of 65 (1). Medicare expenditures will
reach $835 million dollars by 2016; a large portion of these
expenditures are spent within the last 2 years of life (2-4), a
fact many clinicians can attest to as they care for chronically
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ill patients.

As medical science has evolved, many conditions that were
once considered “death sentences” have become chronic
conditions that require long-term medical intervention and
management. In many ways this makes end of life care more
complicated, fraught with decisions about what interventions
are appropriate and when to withhold or withdraw care.

The process of dying, once thought an art, has now
become a science. In Western Europe and North America,
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until the 19th century, caring for the dying and the bereaved
was seen primarily as the job of the family and the church.
The culture of death changed dramatically during the 20th
century. With the advances in medical science, death is
seen less as a natural part of life and more as something
to be kept at bay for as long as possible. Death and dying
have shifted from the home and community to institutional
settings, and medical personnel have now become the
sentinels. Death and all that surrounds it has become more
of a biomedical process, explained through a series of
physiologic events. If we fail to look at the emotional, social,
psychological and spiritual components of death and end
of life, we have truly missed the boat on providing whole-
person care (5-7).

As delivery models of health care have evolved,
conversations about preferences and goals at end of life
have become more culturally acceptable. According to data
collected by the CDC, there are many factors that play a
part in the place of death. These factors include individual
preferences, cultural beliefs, access to care, age, social
support, and race and ethnicity. When surveyed, the majority
of Americans state that their preference is to die at home, yet
for many this goal is not met and end of life care is provided
in an institution. Over the past 25 years there has been a shift
in where people spend their last days. While 23% to 36%
of Americans die in institutions such as a hospital or nursing
home, data shows that in 2007 approximately 25% of all
deaths occurred at home, increased from 16% and 22% in
1989 and 1997 respectively (8) (Figure I).

Biopsychosocial-spiritual model

The biopsychosocial model has become more widely
accepted as a framework for understanding the needs of
patients and their families, more so than the traditional
pathophysical and biological/disease-process approach.
Within this model, illness is viewed within the context of
the complex interplay of biological, social, psychological
and spiritual factors that frame an individual’s response.
This model recognizes that for one to provide effective
health care, consideration has to be given to relationships—
the patient’s relationship with self and others within their
immediate circle as well as relationships within the larger
community. Consideration also has to be given to the
clinician’s relationship with the patient. All of these things,
when seen as a whole, help to tell the unique story of each
patient. It helps to create a narrative for their response to
and understanding of their illness (9-11).
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Figure 1 Place of death, 2007. [Adapted from reference (8)].

Recognizing the need for whole person, patient and
family centered care, the medical establishment has
become reasonably adept at addressing the biological,
social and psychological factors that are at play in a
patient’s experience of serious illness. We have become
accustomed to a multidisciplinary model of care, relying on
the knowledge and expertise of our psychiatry, social work
and case management colleagues to help us navigate areas
with which we are less familiar. It should be no less so with
regard to spiritual care. As with other dimensions of whole-
person care, there is a reasonable expectation that providers
have at least basic language to assess the spiritual needs of
a patient. For many with serious or life-threatening illness,
this is when spiritual needs are the greatest (11-13).

In the Coping with Cancer Study, 230 patients with a
diagnosis of advanced cancer and prognosis of less than 1 year
were interviewed. Patients rated the importance of religion
to them and their attendance at religious services or private
religious activities such as prayer before and after their
cancer diagnosis. They also rated the amount and quality of
spiritual support received from the medical system as well
as their own religious community. Of these patients, 68%
identified that religion was very important, 20% found it
somewhat important and the remaining 12% found it was
not important. Eighty-nine percent of African-Americans,
79% of Hispanics and 59% of Whites noted religion to
be very important. Increased religiousness was associated
with increased patient distress at the time of the study.
Additionally, the study noted that private daily religious
activities such as prayer and meditation increased from 47%
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before diagnosis to 61% after diagnosis. This study clearly
highlights the importance of spirituality and religion to
patients struggling with serious illness (14).

The importance of spirituality, religion and culture in
the lives of our patients cannot be overlooked. These factors
serve as key components to build the framework by which
patients guide decision-making during illness and at the end
of life. Many patients share that spirituality helps them to find
meaning in their illness. Conversely, spiritual concerns can
be a source of distress for patients if they see their illness as
punishment for a life poorly lived. The role of religion goes
beyond here and extends to a place where patients rely on
religious practices or spiritual beliefs to guide their choices
about end of life care. Despite this knowledge on the part of
clinicians, patients often identify that their spiritual needs are
not adequately met, and that spirituality is not discussed as

openly as they wish (14-17).

Spirituality and religion defined

The terms spirituality and religiosity are often used
interchangeably but are distinct in many ways. Religion can
be defined as “the service and worship of God, other deities
or the supernatural; commitment or devotion to religious
faith or observance; a personal set or institutionalized
system of religious attitudes, beliefs, and a cause, principle
or system of beliefs held to with ardor and faith”. Whereas
religion or religiosity refers to a particular set of beliefs and
tenets held to by its observers, spirituality is somewhat of a
less formal state of being, so to speak (18).

There is no set, agreed upon definition for spirituality;
definitions seem to vary by discipline. In the nursing
literature we find spirituality defined as “that which gives
meaning to one’s life and draws one to transcend oneself.
Spirituality is a broader concept than religion, although that
is one expression of spirituality. Other expressions include
prayer, meditation, interactions with others or nature, and
relationship with God or a higher power” (18).

Puchalski ez al. defines spirituality as “that which allows
a person to experience transcendent meaning in life. This
is often expressed as a relationship with God, but it can
also be about nature, art, music, family, or community—
whatever beliefs and values give a person a sense of meaning
and purpose in life” (19).

Spirituality speaks to the idea of a process or journey of
self-discovery and of learning not only who you are, but also
who you want to be. Spirituality is personal, but it is also
rooted in being connected with others and with the world
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around you; it often embraces the concept of searching and
moving forward in the direction of meaning, purpose, and
direction for your life (13,15).

Broader definitions of spirituality point to that which
helps to give meaning or purpose to one’s life. While
spirituality can find its expression in religious observance,
it may also be experienced and expressed in the broader
context of interpersonal relationships, cultural interactions,
or interface with nature. Spirituality is a dynamic, evolving
process, one that impacts and is impacted by an individual’s
life experience.

In a Gallup poll conducted in January 2002, 50% of
American respondents identified themselves as “religious”,
while 33% described themselves as “spiritual but not
religious”. A further 11% described themselves as neither,
and 4% as both. In an earlier Gallup poll done in 1999,
approximately one third of respondents defined spirituality
without reference to God or other deity/higher authority;
descriptions of spirituality included “living the life you find
pleasing; a calmness in life; something you put your heart
into” (20).

Spiritual distress

Just as pain is at times a difficult experience to describe and
quantify, it is no less so with spiritual pain or distress. It is
not uncommon to find that those who are experiencing life
threatening illness may also experience spiritual distress. As
defined by the Hospice and Palliative Nurses Association,
“spiritual distress refers to a disruption in one’s beliefs of
value system, a shaking of one’s basic beliefs”. Anandarajah
and Hight note that “spiritual distress and spiritual crisis”
occur when a person is “unable to find sources of meaning,
hope, love, peace, comfort, strength, and connection in life
or when contflict occurs between their beliefs and what is
happening in their life” (21).

It is important to recognize issues, symptoms or attitudes
expressed by a patient that may point to spiritual distress.
Those who question the meaning of life, question where
God is during their suffering, see their illness as retribution
for a life of poor choices, express anger at God or a higher
power may be experiencing spiritual distress. Other
symptoms include feeling as if their sense of direction and
purpose has been lost, questioning their belief systems or
directly seeking spiritual help (13,15,16,22,23).

Dame Cicely Saunders, recognized as the founder of the
modern hospice, is credited for introducing the concept of
total pain. This idea included the physical, social emotional
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and spiritual dimensions of distress (Figure 2). Within the
field of palliative care, pain is one of the most distressing
symptoms patients may experience. There are instances we
have all experienced where management of an individual’s
pain seems to be more difficult than one would anticipate.
In those cases, it is important to ask whether there is more
that is contributing to the experience of physical symptoms
of distress. Unaddressed spiritual issues may frustrate one’s
attempts to treat other symptoms, and have an adverse
effect on quality of life. As each dimension is addressed in
turn, distressing symptoms may be alleviated (13,22,24,25).

Over the years, numerous studies have established the
importance of religion, spirituality and religious coping
in the context of serious illness. In a study published in
2000 in the Annals of Medicine, Steinhauser et al. sought
to gather descriptions of the components of a good death
from patients, families, and providers through focus
group discussions and in-depth interviews. Seventy-five
participants—70% white and 28% African American; 61%
protestant, 18% catholic-including physicians, nurses,
social workers, chaplains, hospice volunteers, patients, and
recently bereaved family members—were recruited from a
university medical center, a Veterans Affairs medical center,
and a community hospice. Six themes were identified as
consistent with a “good death”, including pain and symptom
management, clear decision making, preparation for death,
contributing to others, affirmation of the whole person and
completion. The concept of completion speaks to resolving
conflicts, saying goodbye, spending time with family and
friends, and attending to issues of faith (7,11,25,26).

A good death was also seen as one that was free from
avoidable distress for patients, families and caregivers, one
that is in general accord with patients’ and families” wishes,
reasonably consistent with clinical, cultural and ethical
standards, an expectation—the rule and not the exception,
and something that is achievable by everyone.

Spirituality and culture in palliative care

As we think about how patients make decisions at end
of life, we will have failed if we do not take the time to
consider culture. It is hugely important in the context of
our work as palliative care providers that we be culturally
sensitive and competent. In the broader context, culture is
not only determined by ethnicity or race; it is determined or
influenced by spirituality/religion, SES, level of education,
level of acculturation, gender, age, sexual orientation,
country of origin and immigration status. Culture is an

© AME Publishing Company. All rights reserved.

www.amepc.org/apm

153

Total Pain

Emotional
Distress

Spiritual Distress

Figure 2 Total pain.

Table 1 Coping with Cancer Study
312 non-Hispanic white, 83 non-Hispanic black and
73 Hispanic patients were included

Results suggested that black and Hispanic patients were
less likely than white patients to have advanced care
planning (W =80%; B =47%; H =47 %)

Both black and Hispanic patients were more likely to want
life prolonging care even if prognosis was only a few days
(W =14%; B =45%; H =37%)

Black and Hispanic pts were more likely to consider religion
very important (W =44%; B =88% H =75%)

Smith et al., JCO 2008

W, white; B, black; H, Hispanic.

important concept to consider as we care for the ill and
dying, as an individual’s culture will influence how they
make sense of their illness and death, as well as how they
make end of life decisions (27).

Culture plays an unmistakably important role in the
experience of life-threatening illness. Yet despite one’s
cultural background or preferences, there are needs that are
universal to all persons experiencing illness. All patients and
their family wish to approach end of life with dignity, self-
respect and an opportunity for building and securing their
legacy. What differs may be how each individual goes about
accomplishing these tasks (28,29).

In September of 2008 Smith and colleagues published a
study in the Fournal of Clinical Oncology: Examining racial and
ethnic differences in advanced care planning among patients
with cancer: impact of terminal illness acknowledgment,
religiousness and treatment preferences (Tible 1).

Terminal illness acknowledgement was assessed using
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the question “How would you describe your current health
status?” Participants responded by choosing “seriously and
terminally ill”, “relatively healthy” or “seriously but not
terminally ill”.

The importance of religion was assessed using the
question “How important is religion to you?” where potential

” “somewhat important” or

responses were” very important,
“not important”. Treatment preferences for end of life were
assessed with the question “Would you want the doctors here
to do everything to keep you alive even if you were going to
die in a few days anyway?” Those who responded yes were
considered to want life prolonging care.

Preference for prognostic information was assessed
using the question “If your doctor knew how long you had
to live would you want him to tell you?” In addition to the
results noted above, the study found that compared to white
patients, both black and Hispanic patients were less likely
to want to be told their prognosis by a physician (black and
Hispanic pts 58% and 61% respectively, vs. white pts 77%).

Overall, the findings of this study suggested that
“although there were important racial/ethnic differences
in terminal illness acknowledgement, religiousness and
treatment preferences among patients with advanced cancer,
none of these factors accounted for the racial and ethnic
differences in advanced care planning” (28).

For many patients who identify spirituality and religiosity
as important to their experience and response to illness, they
wish for the opportunity to discuss their spiritual challenges
with their health care team. Some patients may even see
their providers as tools used by God to treat suffering or
offer healing. But the ultimate decision on the outcome of
an illness is viewed to lie only with God, so if medicine fails,
miracles are still possible. Having a clinician who is open
to faith and to engaging in spiritual discussions can often
serve to put patients at ease, allowing them to explore the
challenges they face as they consider their mortality.

Illness is often seen as “God’s will”; acceptance of “God’s
will” is often used as a coping strategy—those who saw
their illness in this light often believed that God was in full
control of the outcome of the situation. Spirituality is often
used to help support acceptance of a diagnosis.

Spiritual coping

Balboni and colleagues looked at religious and spiritual
support among cancer patients as it relates to associations
with end of life treatment preferences and quality of life.
In this study, 88% of respondents identified religion and
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Table 2 The Brief RCOPE: Positive and Negative Coping
Subscale Ttems (31)
Positive religious coping subscale items

Looked for a stronger connection with God

Sought God’s love and care

Sought help from God in letting go of my anger

Tried to put my plans into action together with God

Tried to see how God might be trying to strengthen me in

this situation

Asked forgiveness for my sins

Focused on religion to stop worrying about my problems
Negative religious coping subscale items

Wondered whether God had abandoned me

Felt punished by God for my lack of devotion

Wondered what | did for God to punish me

Questioned God’s love for me

Wondered whether my church had abandoned me

Decided the devil made this happen

Questioned the power of God

Reproduced from “The Brief R-COPE: Current psychometric
status of a short measure of religious coping” (31).

spirituality as factors that were paramount in helping them
adjust to their illness. Additionally, prayer, meditation and
religious study were highlighted as other factors important in
coping with illness. Theories abound that suggest that there
is meaning and comfort to be found in religious coping (30).
Religious coping is a distinct entity within the framework
of spirituality and religion. This concept refers to how
patients use their religious beliefs to understand and
adapt to life stressors. Positive religious coping employs
constructive reliance on faith to make sense of and find
meaning in illness, and is widely associated with greater
psychosocial adaptation to stressors. Conversely, those who
employ negative religious coping may be more likely to
view illness as punishment or divine retribution. Though
less common, negative religious coping should nonetheless
be considered as part of a complete spiritual assessment, as
it may point to an existential crisis (29-31) (Table 2).
Pargament et /. undertook a study whose purpose
was to develop and validate a tool that would assess the
full range of religious coping, including both helpful and
harmful religious expressions. The RCOPE was initially
tested on a large sample of college students who were
experiencing significantly stressful life events. The tool
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was then administered to a large group of hospitalized
elderly patients. Results showed that better or more positive
religious coping was related to mechanisms such as religious
forgiveness and seeking support, while poorer adjustments
were associated with spiritual discontent and reprisal (31).
Whether seen as positive or negative, the efficacy of
religious coping is determined by the interplay between
personal, situational and societal factors. Therefore, the
assumption that positive coping methods are necessarily
adaptive and negative religious coping maladaptive, can
lead to a narrow view of religious coping. While “positive”
religious coping may be appropriate in one context, it may
be problematic in another. For example, Phleps ez 4/. found
that patients who employed “positive religious coping” in
their decision making process were more likely to pursue
aggressive, costly and more invasive life prolonging care at

end of life (29-31).

Role of the palliative care provider in spiritual
care

Inherent in its philosophy as a medial subspecialty, palliative
care has at its heart the maintenance and improvement of
quality of life for patients and their families. As palliative
care clinicians, we are uniquely positioned to work with
teams/patients/families to explore the many variables that
individuals and their families use as the guiding principles
when making difficult decisions around end of life. While
we are often consulted to manage physical symptoms, that is
only part of our work. As we work on building relationships,
both with our patients and their care team, we are often
able to help facilitate communication that allows for
greater understanding and fulfillment of the goals of care as
expressed by those we care for.

Spiritual care has been recognized as one of the entities
intimately connected to palliative care. The National Consensus
Project for Quality Palliative Care has published guidelines to
shape clinical practice in palliative care. They provide a roadmap
to direct the practice and provision of palliative care both in
settings with established palliative care programs as well as in
any setting where patient care is provided.

The Clinical Practice Guidelines for Quality Palliative
Care have identified eight domains that are integral to
palliative care as a discipline. Spiritual, religious and
existential aspects of care are the fifth of these eight
domains. The guidelines suggest that the interdisciplinary
palliative care team include persons with education
and training in pastoral care, and who are skilled in the
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Table 3 HOPE spiritual assessment (21)
H

Sources of hope, strength, comfort, meaning, peace, love
and connection

(0]
The role of organized religion for the patient
P
Personal spirituality and practice
E
Effects on medical care and end-of-life decisions

assessment of and response to common spiritual issues
faced by those who are experiencing life threatening illness.
Additionally, these guidelines recommend the regular
assessment, reassessment and documentation of spiritual
concerns, as well as interventions to address issues that have
been identified. They encourage the use of standardized
tools where possible to assess and identify religious or
spiritual/existential background, preferences and beliefs
of the patient and family. We are also tasked with being
advocates for patients’ religious and spiritual rituals that
bring comfort, especially at the end of life (32).

As palliative care providers we are trained to connect with
our patients in intimate ways, employing active listening,
therapeutic silence and supportive dialogue to help our patient
process and work through their issues. We are called to be fully
present; we are called to put aside our agendas and to give ear
and attention to the fears, distress, hopes, wishes as expressed
by our patients. We are called to know the patient, to explore
who they are, what things are important to them, what affects
how they make decisions, and what gives their lives meaning.
As a participant in a bereavement group so eloquently stated,
we are called to “bear witness to their suffering.”

Spiritual assessment tools

There are many validated tools that can be used to assess
the spiritual history; one such tool is the HOPE spiritual
assessment (Table 3) which can be used to assess the
spiritual needs of the ill. Additionally there is the FICA
(Table 4), which was created by Dr. Christina Puchalski in
collaboration with primary care providers as a guide for
clinicians to incorporate open-ended questions regarding
spirituality into comprehensive histories. This tool asks
about faith or beliefs, importance or influence, community
and address (how can we include your spiritual values/
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preference in your care) (33). But often times, exploration
of spiritual beliefs is a less formal process that can occur
as part of any patient encounter. Clinicians may ask how
patients have coped with challenging times in the past, and
whether spirituality or religious beliefs were part of what
helped them to cope. Spiritual assessment does not have
to be a complicated process but may be as simple as asking
“Is spirituality or religion something that is important to
you?”

There are distinct advantages to formalized spiritual
assessment tools including the detailed SPIRIT assessment
(Table 5). They can serve as a framework within which to
open conversations about spiritual matters. They also cross
disciplines and can be used by any member of the health
care team to gain information and insight into a patient’s
spiritual concerns. However, use of such tools, if not done
with sensitivity, can stand in the way of forming a therapeutic
relationship. Patients may experience standardized
assessments as insensitive to their current needs.

Barriers to spiritual care

Despite the clearly identified need for spiritual assessment
and attention to spiritual needs as part of whole patient
care, there are certainly barriers that exist. Many clinicians
find it challenging to initiate discussions with patients
about their spirituality. Some may feel discomfort because
they do not see it as within their role or scope; others
may think that patients will find such discussions too
intimate or intrusive; yet others may not have personal
spiritual or religious beliefs or practices, possibly leading
to discomfort addressing such needs in their patients. Still
others may have concerns about their inability to handle
the information their patients present. Additionally, there
is often concern for adequate time to assess and address
concerns, as well as issues of privacy during visits, or
lack of continuity of care between caregiver and patient.
Daaleman and colleagues performed an Exploratory
Study of Spiritual Care at the End of Life and found
that other barriers included social, religious or cultural
discordance between caregivers and patients that created
an atmosphere of mistrust (35).

Yet most studies suggest that patients wish to have their
spiritual concerns addressed (23,25,26,36-38). One of the
benefits inherent to being a palliative care clinician is the truly
interdisciplinary nature of this specialty. Within many palliative
care teams there is a collaborative community including
physicians, nurses, social workers, chaplains or other spiritual
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Table 4 FICA spiritual assessment (33)
F: faith and beliefs
What are your spiritual or religious beliefs?

Do you consider yourself spiritual or religious?
What things do you believe in that give meaning to your
life?

I: importance and influence
Is it important in your life?
How does it affect how you view your problems?
How have your religion/spirituality influenced your behavior
and mood during this illness?
What role might your religion/spirituality play in resolving
your problems?

C: community
Are you part of a spiritual or religious community?
Is this supportive to you and how?
Is there a person or group of people you really love or who
are really important to you?

A: address
How would you like me to address these issues in your
treatment?

care providers who have a role to play in the care of the patient.

Conclusions

Palliative care, at its core, seeks to relieve suffering, promote
quality of life and provide care and comfort for those
experiencing serious illness. Over the years, numerous
studies have established the importance of religion,
spirituality and religious coping in the context of serious
illness. The assessment of and attention to spiritual needs
have been identified as important factors in promoting
quality of life, yet these needs often go unrecognized or
unaddressed. As palliative care clinicians, we are uniquely
positioned to work with teams/patients/families to explore
the many variables that individuals and their families use as
the guiding principles when making difficult decisions about
life threatening medical issues. Unaddressed spiritual issues
may frustrate one’s attempts to treat other symptoms, and
have an adverse effect on quality of life. As each dimension
is addressed in turn, distressing symptoms may be alleviated.

We have access to rich resources through collaboration
with members of our interdisciplinary care team, allowing
us to address the needs of our patients through a whole
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|

Spiritual belief system
Do you have a religious affiliation? Can you describe this?
Do you have a spiritual life that is important to you?

What is the clearest sense of the meaning of your life at this time?

Integration with a spiritual community

Do you belong to any religious or spiritual groups or communities?

How do you participate in this group/community? What is your role?

What importance does this group have for you?

In what ways is this group a source of support for you?

What type of support and help does this group provide for you in dealing with health issues?

Implications for medical care

Are there specific elements of medical care that your religion discourages or forbids? To what extent have you followed these
guidelines?

What aspects of your religion/spirituality would you like to keep in mind as | care for you?

What knowledge or understanding would strengthen our relationship as physician and patient?

Are there barriers to our relationship based upon spiritual or religious issues?

Would you like to discuss the religious or spiritual implications of health care?
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person approach. At the heart of our work as palliative care
providers is the call to cure sometimes, treat often, and
comfort always.
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