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comprehensive text/reference, valued by students, educators, and practicing nurses for many years, Palliative Care
Nursing, Fourth Edition, continues to reflect the fundamental hospice and palliative care nursing competencies—
both basic and advanced—that are essential for effective and empathetic care of patients and families. This revision reflects
the tremendous growth of a vital discipline into the mainstream of health care and focuses on palliative care that is
responsive to the demand for health care reform in America and globally. It provides the knowledge, scientific evidence,
and skills needed by nurses to address the complex physical, emotional, social, sexual, and spiritual needs of patients and
families within the context of a changing health care delivery system. With a focus on interprofessional collaboration,
the book emphasizes the value of complementary, holistic models in promoting health and wholeness across the illness
trajectory, even as death approaches.
The book is edited by Project on Death in America Faculty Scholars who have worked to develop, implement, and evaluate
nursing initiatives in palliative care in the United States and internationally. With a focus on both quality of life and
economic imperatives, interdisciplinary authors describe the management of specific diseases and related physical and
psychological symptoms, and care of patients during the dying process. Chapters include assessment of key symptoms
and pharmacological, nonpharmacological, and complementary interventions. The life-span approach delivers ageappropriate nursing considerations. Key points at the beginning of each chapter and callouts containing evidence-based
information highlight best practices. The text also examines relevant legal, ethical, and cultural considerations and offers
case studies with conclusions in each clinical chapter.

New to the Fourth Edition:
• Thoroughly revised and expanded
• Three new chapters: Palliative Care: Responsiveness to the Need for Health Care Reform in America, Health
Promotion and Rehabilitation in Palliative Care, and Posttraumatic Stress Disorder and End-of-Life Care
• Updated evidence-based callouts review the highest-quality studies that support best practices
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Praise for the Third Edition:
“In this comprehensive textbook on palliative care nursing, editors Marianne Matzo and Deborah Witt Sherman succeed in
bringing together the heart of nursing and the true meaning of palliative care with the most current evidence-based practice.”
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Marianne Matzo, PhD, APRN-CNP, FPCN, FAAN, is a professor and the Frances E. and A. Earl
Ziegler Endowed Chair in Palliative Care Nursing at The University of Oklahoma Health Sciences
Center College of Nursing in Oklahoma City, Oklahoma. In 2012, she also became director of
the Survivorship and Supportive Care Center at the Peggy and Charles Stephenson Cancer in
Oklahoma City. She is a member of the palliative care consult team at the VA Medical Center
and is an adjunct professor, Department of Geriatric Medicine, University of Oklahoma College
of Medicine. She was the ﬁrst nurse to be awarded the prestigious Project on Death in America
Faculty Scholars Fellowship, funded by the Soros Foundation. Most recently, she was appointed
to the board on Health Sciences Policy at the Institute of Medicine committee to Guidance for
Establishing Standards of Care for Use in Disaster Situations. Dr. Matzo was awarded a doctorate
in gerontology from the University of Massachusetts–Boston and a master’s degree in nursing
from the Gerontological Nurse Practitioner program at the University of Massachusetts–Lowell.
Her funded research explores issues of sexual health promotion and assessment in patients
receiving hospice and palliative care and has received funding for this work from the American
Cancer Association and the Oncology Nursing Society. She has presented educational programs
regionally, nationally, and internationally on many topics related to care of the dying person,
gerontological nursing, and curriculum development. She has authored four books, including
two published by Springer Publishing, is a member of several nursing and palliative care editorial
boards, and has published numerous data-based and scholarly articles.
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Deborah Witt Sherman, PhD, ARNP, ANP-BC, ACHPN, FAAN, is the associate dean of
academic affairs and professor with tenure at the Nicole Wertheim College of Nursing and Health
Sciences at Florida International University. She is certiﬁed as an adult nurse practitioner and a
palliative care nurse practitioner. In 2009, she received the Hospice and Palliative Care Nurses
Associations’ “Leading the Way Award,” the highest honor, recognizing her implementation of
the ﬁrst Palliative Care Nurse Practitioner Program in the United States. In November 2011, she
was awarded the Lifetime Achievement Award in Nursing from MD Anderson Cancer Center
in Houston, Texas. She has also served as faculty of Tenshi College in Hakkaido, Japan, where
she implemented Japan’s ﬁrst Palliative Care Master’s Program in Nursing. Dr. Sherman was
awarded the Prestigious Project on Death in America Faculty Scholars Fellowship, funded by the
Soros Foundation. She served for 7 years as the codirector and faculty of the Bronx VA Medical
Center Interprofessional Palliative Care Fellowship Program. She has been faculty for the End-ofLife Nursing Education Consortium (ELNEC) and served as a member of the steering committee
in developing the National Consensus Guidelines for Quality Palliative Care. She received a
postdoctoral AIDS Research Fellowship Award from the Aaron Diamond Foundation and has
a strong program of palliative care research as well as breast cancer research with two studies
funded by the National Institutes of Health. She is on several nursing and palliative care editorial
boards, and has served as an NIH grant reviewer. In addition to palliative care textbooks, she
has numerous peer-reviewed, data-based articles, scholarly papers, and media products. She is an
invited keynote speaker on palliative care topics nationally and internationally.
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This book is dedicated to my sister, Kathleen Enderton, and my best friend, Catherine Graham,
who both died in 2011. I miss you both so much.
I have shared every edition of this book with my girls, LeaRose and Giuliana LaPorte.
You were both babies when this book was conceived . . . and are now ﬁne young women
as this fourth edition is published. It is such a joy to be a part of your lives.
—Marianne Matzo
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With the passage of time, my joy centers on the accomplishments of my children, Ben, Rachael,
and Joe—all health professionals—each committed to the care and well-being of others—in celebrating
their wonderful marriages and blessed lives—in the happiness I feel as I play with Austin, my dear grandson,
and the gratitude and love I have for my mother, Mary, dear Heloise, my sisters
Kathy and Diane, brother Jim, extended family and friends. We only have one life to live—it is these
special relationships that make life precious—I love you all.
—Deborah Witt Sherman
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This fourth edition fortunately continues to serve
as an excellent resource for what remains in palliative
care. Palliative nursing care is built on expert evidence
that supports patients and families facing serious illnesses and at the end of life. Exquisite attention to
symptom management remains a hallmark of palliative care, and the professional at the bedside providing that care is a nurse.
This edition also serves as an excellent resource
for symptom assessment and management. Another
enduring characteristic of the ﬁeld is recognition that
palliative care is more than relief of physical symptoms. Pioneers in palliative nursing ﬁrmly established
models of care that include psychological, social,
and spiritual aspects of care. This fourth edition has
captured the whole-person focus of palliative nursing throughout, but speciﬁcally in chapters on topics
addressing sexuality, spirituality, family caregivers,
and peri-death nursing care.
This text is a blend of what has changed and what
remains. It is a timely addition to the literature that
can serve as a map to guide the ﬁeld of palliative care
through the stormy waters ahead. There is much at
stake and there is even more to be gained by a health
care system infused with palliative nursing care to
provide the quality of care we would seek for anyone
we love facing serious illness.
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t has been 12 years since publication of the ﬁrst
edition in 2001 of Palliative Care Nursing by Drs.
Marianne Matzo and Deborah Witt Sherman. The
publication of this fourth edition is a testament to their
dedication to the ﬁeld of palliative nursing, which has
witnessed tremendous growth over these years.
This fourth edition is a tribute to both what has
changed and what remains. What has changed is that
palliative nursing has come of age. Palliative care has
moved from a new specialty hardly recognized by
the health care system to now serving as an anchor
amid a health system that resembles a Titanic ship
in stormy waters. The health care ship is in threat of
sinking due to the weight of an aging society, costly
care that is consuming our national economy, and the
emergence of chronic illnesses that are best treated
with aggressive palliative care. Palliative care is no
longer an unknown visitor to the health care world.
It is now a force with the potential to impact the biggest demands on the drowning systems of care. At the
helm of the ship is nursing.
Nurses are leading palliative care programs across
settings of care. They are transforming hospice programs to continue to serve populations in most need
and they are increasingly assuming the primary care
role through advanced practice. The chapters of this
book reﬂect these changes. They address numerous
chronic illness populations that are now targets for
palliative care. Topics such as palliative nursing care
amid health care reform, in survivorship care, and in
rehabilitation are examples of our ﬁeld’s dissemination into the most critical areas of health care.

E

Foreword: What Changes;
What Remains

Betty Rolling Ferrell, PhD, MA, FAAN, FPCN, CHPN
Professor and Research Scientist
City of Hope, Duarte, California
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hospice care are considered on a continuum of care,
with palliative care beginning earlier in the illness
trajectory and potentially continuing until death, as
compared to hospice care, which is at the end of the
illness trajectory, supporting patients and families in
the last stages of life.
As Project on Death in America faculty scholars,
the editors have assumed the responsibility in their
roles as nurse practitioners, educators, and researchers to work collaboratively with nursing colleagues
in developing, implementing, and evaluating nursing
initiatives in palliative care within the United States
as well as internationally.
Palliative care allows practitioners of various health
disciplines to bring their specialized competencies
and expertise to focus on serious and complex health
problems. Palliative care practitioners combine their
clinical expertise and judgment with the best evidence
available through research and an understanding of
the preferences of patients and families, known as
evidence-based care (Sherman et al., 2011).
Palliative Care Nursing: Quality Care to the End of
Life, in its ﬁrst through fourth editions, was written as
a contribution to the initiatives of the nursing profession regarding palliative care. This text is applicable
to students, educators, and practicing nurses. Nursing
students enrolled in advanced practice palliative care
master’s programs, including nurse practitioner,
postmaster’s certiﬁcate, and clinical nurse specialist
programs, will ﬁnd this book an asset in providing
care to patients with complex physical, emotional,
social, and spiritual needs across health care settings.
With knowledge of advanced pathophysiology, pharmacology, and physical assessment, advanced practice palliative care nurses can prescribe a vast array
of pharmacological and nonpharmacological interventions that are discussed in this book. Throughout
the illness and dying trajectory, graduate nurses also
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alliative care is moving into the mainstream of
health care as a highly structured and organized
system of care (National Consensus Project, 2013).
Palliative care is a philosophy of care that provides
a combination of disease-modifying and supportive,
compassionate therapies intended to alleviate pain
and other symptoms while addressing the emotional,
social, cultural, and spiritual needs of patients and
families who are experiencing life-threatening progressive illness (National Consensus Project, 2013;
www.nationalconsensusproject.org). It embraces comprehensive, patient and family centered care which
match treatments with the values and preferences of
the patient and family (Meier, 2010).
Built on the foundation of hospice care, palliative
care addresses care of the mind, body, and spirit and
is offered to patients experiencing a wide range of illnesses, including neonates with congenital anomalies
or intrauterine health conditions, individuals with
progressive, chronic, or debilitating illness or lifelimiting injuries, as well as those with advancing diseases, such as cancers, end-stage organ diseases, HIV/
AIDS, neurodegenerative disorders, and dementia
(National Consensus Project, 2013). The difference
between hospice and palliative care is that palliative
care begins at the time of diagnosis with such illnesses and continues through the death of the patient
and into the bereavement period for families, while
hospice care is provided during the last 6 months
of life. Unlike hospice care, palliative care is not
dependent on prognosis and can be provided in the
context of curative treatments, curing what can be
cured, but with the concurrent attempt of alleviating
symptoms caused by disease or its treatment. Both
palliative and hospice care can be the main focus of
care when solely comfort and supportive interventions are desired to promote quality of life until its
end (Sherman et al., 2011). Currently, palliative and
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PREFACE

frame the discussion of illness as well as dying and
death within the context of hope and meaning and
as an opportunity for choices and continued achievement of goals, uncertainty is replaced with certainty,
hopelessness with faith, and despair with empowerment. The possibility exists that illness, dying, and
death are meaningful and signiﬁcant acts of life,
which inform us about what is important in life and
direct us how to live life.
This text emphasizes that palliative care is a
humanistic imperative to ensure that quality of life
is promoted during all phases of the illness experience for both patients and their family caregivers
(Sherman & Cheon, 2012) as well as an economic
imperative in reducing the cost of health care.
Palliative care nurses advance the science and the art
of palliative care through clinical practice, administration, research, education, and advocacy. With a
focus on ensuring quality care within the context of
a changing health care environment, palliative care
and hospice nurses promote the awareness of palliative and hospice care, acknowledgment of its value
to patients and families and the health care community, ways of promoting access to care, and actions
to ensure the integration of palliative care into the
health care system.
“Palliative care ensures that the person is viewed
in his or her entirety, not as a collection of organs
and medical problems” (National Palliative Care
Research Center, 2011, p. 12). As leaders of health
care, palliative care nurses have the knowledge and
skills to bring together patients, families, communities, health institutions and practitioners, legislators,
payers, and insurers to move us ahead by advancing
local, national, and global palliative care initiatives.
Palliative care is responsive to health care reform
in America and palliative care nurses play a leading
role to ensure quality of life for patients and families
across the illness trajectory.
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assume leadership roles, as members of interprofessional palliative-care teams develop standards of care,
clinical guidelines, and health care policies, and serve
as consultants in the development of clinical practice,
education, and research initiatives. Advanced practice
palliative care nurses also educate and mentor undergraduate-prepared nursing colleagues and participate
in or develop research proposals to support evidencebased practice. The information presented in this text
therefore will serve as a foundation to advanced palliative care competencies.
This text emphasizes the importance of a holistic perspective and an understanding of the patient
and family as individuals with diverse needs and
expectations. Section I introduces the reader to palliative care, its responsiveness to health care reform
in America and internationally, as well as the ethical
and legal issues related to palliative care. In Section II,
the holistic care of patients and families is addressed
with consideration of cultural, spiritual, and sexual
needs, the importance of focusing care on not only
patients but also their family caregivers, communication as a central tenet to quality care, and the needed
support through the many stages of loss and grief.
Section III covers the physical aspects of living with
serious, life-threatening illness, speciﬁcally information related to various disease states such as cancer,
end-stage organ diseases, neurological disorders, and
HIV/AIDS. Section IV addresses the assessment and
management of pain and symptoms associated with
acute, chronic, and progressive illness. The authors
believe that decisions regarding physical interventions must be addressed based on knowledge of the
spiritual, social, and psychological beliefs, values,
expectations, and wishes of the patient and family.
With the largest number of health care professionals in the country, nurses can capitalize on the
individual’s desire for autonomy and control of his
or her life by reinforcing the importance and value
of actively participating in the decisions throughout
the illness trajectory and at the end of life. As nurses
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C H A P T E R

KEY POINTS
■

The standards of practice in hospice and palliative care nursing describe a competent
level of generalist and advanced practice registered nursing care as demonstrated by
the nursing process, involving assessment, diagnosis, outcome identiﬁcation, planning, implementation, and evaluation.
The standards of professional performance describe competent professional role
behaviors, including activities related to quality of practice, education, professional
practice evaluation, collegiality, collaboration, ethics, research, resource utilization,
and leadership.
Hospice and palliative nurses’ professionalism is enhanced through membership
in their professional organizations, certiﬁcation in their specialty, and professional
development through academic and continuing education.
In order to deliver quality, comprehensive, whole-person care, the goals of curative
and palliative care (PC) are woven together concurrently and delivered throughout
the disease continuum.
The foundation for the PC philosophy and PC nursing is family-centered care, where
the patient and family rather than the disease are the primary focus.
Excellent PC embraces cultural, ethnic, and faith differences and preferences while
interweaving the principles of ethics, humanities, and human values into every patient
and family care experience.
A core value of PC is the commitment to collaborate through an interprofessional process. Understanding the distinction between interprofessional and multidisciplinary
practice is imperative for successful delivery of PC.
A dynamic and outcome-oriented interprofessional team requires collaboration, leadership, coordinated decision making, and conﬂict resolution.
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The Interprofessional Practice
of Palliative Care Nursing

1

■

■

■
■

■

■

CASE STUDY

In May 2014, Rose graduated from an accredited master’s-level program as an adult
nurse practitioner. After American Nursing Credentialing Center certiﬁcation, Rose
decided to enroll in a post-master’s palliative care (PC) program and became a member
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of the Hospice and Palliative Nurses Association (HPNA). With 500 clinical hours in
PC, Rose had achieved the required hours of practice in PC; thus, she sought the opportunity to become certiﬁed in hospice and palliative nursing by the National Board for
Certiﬁcation of Hospice and Palliative Nursing. One patient that Rose will never forget
was Ms. K., a divorced 58-year-old woman with metastatic ovarian cancer with malignant bowel obstruction transitioning out of the hospital to home. Rose was a member
of the Palliative Care Consult team when Ms. K. was admitted to the hospital with nausea, projectile vomiting, and severe abdominal pain. She was diagnosed with a partial
bowel obstruction, secondary to recurrence of her cancer, and initially treated with a
nasogastric (NG) tube, intravenous octreotide, and opioids for pain. On day 4, Ms. K.
requested removal of the NG tube, because “the tube hurts worse than my stomach pain
did.” After much discussion with the interprofessional team, Rose was able to advocate
for Ms. K.’s desire to have the NG tube removed and receive palliative medication. Rose
told Ms. K. that the team was concerned that she would begin frequent vomiting again
after the tube removal, but Ms. K. wanted to continue only the medication.
On her next assessment, Rose asked Ms. K. what else she needed. Ms. K. said, “I need
to get home as soon as possible.” When asked about her sense of urgency, as the vomiting was still not under control, Ms. K. replied, “I feel so much better having the tube out,
and just vomiting one time per day or so. I also don’t have much time left. I want to label
all of my things at home to give away, so there is no ﬁghting among my family. And I
need to list out important prayers and songs for my funeral. My son is in the Army, and
I don’t want to burden him with these decisions.” She added tearfully, “I’m not sure I
will even see him again.”

The ﬁeld of PC is one response to the changing
proﬁle of death in the 20th century, as it focuses on
the prevention and relief of suffering through the
management of pain and other symptoms and attention to the emotional, spiritual, and practical needs of
patients and family from the early to the ﬁnal stages
of an illness (Field & Cassel, 1997). PC builds upon
the template of hospice care, with hospice care now
recognized as a type of PC that is offered toward the
EOL. PC is the combination of active and compassionate therapies intended to comfort and support
individuals who are living with and dying from lifethreatening illness. The rise in hospice programs in
the United States from 1 program in 1979 to more
than 5,300 programs in 2011, along with a rise in
the number of patients and families served from
128,000 in 1985 to 1.65 million in 2011, support
the projection of future needs for hospice/palliative
care services (National Hospice and Palliative Care
Organization [NHPCO], 2012).
Hospice and palliative nursing is provided for
patients and their families in a variety of care settings, including, but not limited to, acute care hospital units, long-term care facilities, assisted-living
facilities, inpatient, home or residential hospices,
PC clinics or ambulatory settings, private practices, and prisons. Practice settings for palliative
and hospice care nursing are changing in response
to the dynamic nature of today’s health care
environment.
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he scope of hospice and palliative care nursing continues to evolve as the science and art of palliative
care (PC) develop. Hospice and palliative care nursing reﬂects a holistic philosophy of care implemented
across the life span and across diverse health settings.
In a matrix of afﬁliation, including the patient and
family and other members of the interprofessional
team, hospice and palliative care nurses provide evidence-based physical, emotional, psychosocial, and
spiritual or existential care to individuals and families
experiencing life-limiting, progressive illness. The goal
of hospice and PC nursing is to promote and improve
the patient’s quality of life (QOL) through the relief of
suffering along the course of illness, through the death
of the patient, and into the bereavement period of the
family (Hospice and Palliative Nurses Association
[HPNA], 2011). In assessing a patient with advanced
illness and acute, severe symptoms, it is important that
goals of care, which encompass physical, spiritual,
and psychosocial issues, be addressed. Once immediate physical symptoms are managed or improved,
the interprofessional team needs to elicit the patient’s
goals of care so as to most efﬁciently implement a care
plan that reﬂects the patient’s priorities.
This chapter describes the evolution of hospice and
palliative care nursing, including the scope, standards,
and competencies of this nursing specialty. The value
of nurses as members of the interprofessional team
and the complex dimensions of the nursing role in
hospice and palliative care is presented.
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■ EVOLUTIONARY PERSPECTIVE OF HOSPICE
AND PALLIATIVE CARE NURSING

Nationally, there has been a growing interest in palliative and hospice care and an emphasis on the education of health professionals in this area. Billings and
Block (1997), in the early years of the specialty of
PC, identiﬁed the following forces that have increased
national attention regarding PC:

E

1. A growing interest in death and dying
2. The development of hospice programs
3. Increasing integration of pain and symptom management into conventional care
4. Concern about the high cost of dying
5. Increasing national focus on pain management
6. Greater attention to the role of medicine in caring
rather than curing
7. National debates on physician-assisted suicide and
euthanasia

PL

Hospice and palliative care nurses are licensed,
registered nurses who are educationally prepared
and are qualiﬁed for specialty practice at two levels: generalist and advanced. These levels are differentiated by educational preparation, complexity
of practice, and performance of certain nursing
functions.
Hospice- and palliative-licensed practical/vocational nurses are also educationally prepared and
licensed, but at a different level of complexity in their
practice. Hospice and palliative nursing assistants
are educationally prepared through local- and statemandated processes to meet the requirements of the
speciﬁc setting in which they function. These requirements differ signiﬁcantly across the United States,
although hours-of-education requirements are speciﬁcally deﬁned in the home care, hospice, and longterm care settings on a national basis. There are no
licensure requirements for the nursing-assistant level
of hospice and palliative caregiver.
According to an article entitled “History of the
Hospice Nurses Association, 1986–1996” (Amenta,
2001), the founding of the Hospice Nurses Association
(HNA) occurred as follows:

■
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[I]n spring 1986 a group of nurses attending
the Third Western Hospice Nursing Conference
sponsored by the Hospice Organization of
Southern California in San Diego, frustrated by
the failure of national groups to develop adequate standards and networking structures for
hospice nurse, put out the call to start a national
hospice nursing organization. (p. 13)

Membership in the organization grew rapidly. In
1998, the word “palliative” was added to the organization’s name, now known as the Hospice and Palliative
Nurses Association. By the year 2000, 2,800 nurses had
joined this growing organization. With a pattern of continued growth, membership to date has reached more
than 10,000 (HPNA, 2013). The mission of HPNA
relates to providing leadership in the specialty by:

■
■

■
■
■
■

Promoting the highest professional standards of
hospice and palliative nursing
Studying, researching, and exchanging information, experiences, and ideas leading to improved
nursing practice
Encouraging nurses to specialize in the practices of
hospice and palliative nursing
Fostering the professional development of nurses,
individually and collectively
Responding to the changing needs of HPNA members and the population they represent
Promoting the recognition of hospice and palliative care as essential components within the health
care system

These factors combined to create a dramatically
increased demand for health care providers, including nurses, who are educated at all levels to provide
expert, comprehensive palliative and hospice care.
The landmark “Study to Understand Prognoses and
Preferences for Outcomes and Risks of Treatment”
(SUPPORT; SUPPORT Study Investigators, 1995)
highlighted an urgent need for health care professionals who were prepared and committed to improving
the QOL of seriously ill and dying patients and their
families. The ﬁndings indicated a lack of communication between patients and their providers, particularly related to EOL preferences, aggressiveness of
medical treatments, and a high level of reported pain
by seriously ill and dying patients. The SUPPORT
Study Investigators (1995) believed that improving the experience of seriously ill and dying patients
requires an individual and collective commitment of
health care providers, as well as proactive efforts at
shaping the caregiving process.
In 1997, the Institute of Medicine (IOM) released a
signiﬁcant report entitled Approaching Death: mproving Care at the End of Life (Field & Cassel, 1997). This
report identiﬁed gaps of knowledge regarding the care
of the seriously ill or dying. Based on this report, Field
and Cassel reiterated that “the need for consensus and
action to improve care for those approaching death is
growing more urgent” (p. 17). On average, Americans
live longer than they did in the 19th century, with
more than 70% of the population dying after the
age of 65 years. According to the Centers for Disease
Control and Prevention, the average life expectancy
in the United States is nearly 78.7 years (CDC, 2013).
Over the past 100 years, the leading causes of death
have changed from primarily infectious processes to
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health care system. This report endorsed the framework of preferred practices to improve hospice and
palliative care and has been utilized as the ﬁrst step
in developing quality measures (NQF, 2012). Both
documents attempt to formalize the concept of PC
by providing extended descriptions and deﬁnitions
differentiating PC from other types of care, and each
structures the theory and practice of PC into eight
domains. The domains of quality palliative care: (1)
structure and processes of care; (2) physical aspects of
care; (3) psychological and psychiatric aspects of care;
(4) social aspects of care; (5) spiritual, religious, and
existential aspects of care; (6) cultural aspects of care;
(7) care of the imminently dying patient; and (8) ethical
and legal aspects of care (National Consensus Project,
2013). The guidelines are for all settings in which
the NQF framework has implications for reimbursement, development of quality measures, and accreditation. These documents are companion pieces serving
to complement the process of improving PC quality
(NCP, 2012). One of the baseline assumptions of the
NCP guidelines is that the qualiﬁcations of caregivers
are determined by the organizations that grant professional credentials and programmatic accreditation.
As a specialty organization, the Hospice and Palliative
Care Nurses Association has identiﬁed the scope and
standards of hospice and palliative care nursing and
the competencies at all levels of nursing practice, speciﬁcally nursing assistants, licensed vocational nurses,
professional registered nurses, and advanced practice
nurses.
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chronic illnesses experienced by an aging population.
Although some people die suddenly and unexpectedly, the dying process for many has been extended,
with some individuals, such as those with cancer, facing a steady and fairly predictable decline, whereas
others have long periods of chronic illness punctuated
by crises that are often fatal (Field & Cassel, 1997).
The result is a national increase in the number of individuals who require PC.
Although hospice and palliative care has been delivered mainly to patients with cancer, other patients
with incurable diseases are also candidates for these
services, including the growing number of older
adults, those suffering from chronic diseases such as
cardiovascular, pulmonary, neurological, and renal
disease, as well as patients with AIDS (Doyle, Hanks,
Cherney, & Calman, 2001; Mitchell, Noble, Finlay,
& Nelson, 2012; Haley, 2013). More recently, the
IOM collaborated with the National Cancer Policy
Board and the National Research Council to release
a follow-up report called Improving Palliative Care
for Cancer (Foley & Gelband, 2001), which further
supports the need for changes in care of the dying.
The report details the undertreatment of distressing
symptoms resulting from continued deﬁciencies in
the training of health care professionals.
In the IOM report titled Crossing the Quality
Chasm: A New Health System for the 21st Century
(Foley & Gelband, 2001), the IOM argued that professional associations should commit to professional
development and competency enhancement by developing curricula, disseminating information, and promoting practice guidelines and standards related to
hospice and palliative care. In April 2004, the standards
and guidelines of PC were deﬁned by the National
Consensus Project (NCP) Steering Committee in its
Clinical Practice Guidelines for Quality Palliative
Care. This document was the culmination of 2 years
of collaboration by 20 representatives from ﬁve leading national hospice and palliative care organizations,
speciﬁcally the American Academy of Hospice and
Palliative Medicine, Center to Advance Palliative Care,
HPNA, NHPCO, and the former Last Acts organization. A need for consensus had been deﬁned by practitioners to provide credible, broad-based guidelines
for practice in an effort to standardize and improve
the quality of PC in the United States. That need was
afﬁrmed when, in the ﬁrst 2 weeks following publication, 90,000 copies of the guidelines were downloaded from the National Consensus website (www.
nationalconsensusproject.org).
Based on the National Consensus Project Guidelines,
the National Quality Forum (NQF, 2012) released
A National Framework and Preferred Practices for
Palliative and Hospice Care Quality in recognition
of the services increasingly being rendered within the
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■ EDUCATIONAL PREPARATION

It has been recognized that educational preparation
for EOL care is inconsistent at best, and neglected
for the most part, in both undergraduate and graduate curricula (American Association of Colleges of
Nursing [AACN], 1997). In accordance with the
International Council of Nurses’ mandate that nurses
have a unique and primary responsibility for ensuring
the peaceful death of patients, the AACN, supported
by the Robert Wood Johnson Foundation, convened
a roundtable of expert nurses to discuss and initiate
educational change related to PC. It was concluded
that precepts underlying hospice care are essential
principles for all EOL care. Such precepts include the
assumptions that persons are living until the moment
of death; that coordinated care should be offered by a
variety of professionals with attention to the physical,
psychological, social, and spiritual needs of patients
and their families; and that care should be sensitive
to patient and family diversity. It was proposed that
these precepts be foundational to the educational
preparation of nurses. Based on these precepts, the
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are deﬁned in broad terms to deﬁne the scope of the
specialty of palliative and hospice care nursing.
The standards of palliative and hospice care nursing practice are authoritative statements described by
the HPNA for the nursing profession, which identiﬁes
the responsibilities for which palliative and hospice
care nurses are accountable. Standards reﬂect the values and priorities of PC nursing and provide a framework for the evaluation of practice. The standards
are written in measurable terms and deﬁne palliative
and hospice care nurses’ accountability to the public and the individual and family outcomes for which
they are responsible.
Standards remain stable over time, as they reﬂect
the philosophical values of the profession; however,
the criteria should be revised to incorporate advancements in scientiﬁc knowledge, technology, and clinical practice. Criteria must be consistent with current
nursing practice and reﬂect evidence-based practice.

PL

document entitled Peaceful Death was developed,
which outlined baccalaureate competencies for palliative and hospice care and content areas where competencies can be taught (AACN, 1997).
Emphasizing the role of nursing in EOL care, the
American Nurses Association formulated a position
statement regarding the promotion of comfort and
relief of pain of dying patients, reinforcing nurses’
obligation to promote comfort and ensure aggressive
efforts to relieve pain and suffering. Specialized PC
educational initiatives began in medicine and nursing, such as Education for Physicians on End of Life
Care (EPEC) and the nursing initiative End of Life
Nursing Education Consortium (ELNEC). The original goal of ELNEC was to train nurse educators from
associate and baccalaureate programs. The ELNEC
curriculum has also been modiﬁed and specialized for
graduate education, geriatrics, pediatrics, oncology,
and for veterans.

■

Standards of Practice

■ DEVELOPING THE SCOPE, STANDARDS,
AND COMPETENCIES OF PALLIATIVE AND
HOSPICE NURSING PRACTICE

SA
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By developing and articulating the scope and standards of professional nursing practice, the specialty
deﬁnes its boundaries, informs society about the
parameters of nursing practice, and guides the development of rules and regulations for the specialty.
As in all nursing specialties, PC nurses must accept
professional practice accountability and ensure that
their practice remains within the scope of their state’s
Nurse Practice Act, their professional code of ethics,
and professional practice standards.
To ensure provision of quality hospice and palliative nursing care, standards have been deﬁned by a
credible body of peers who were charged with this
responsibility. The standards of hospice care were
deﬁned by the NHPCO in 1986. The standards of
hospice and palliative nursing practice were ﬁrst
deﬁned by the HNA in 1995, with subsequent revisions to the name of the organization to include PC.
Scope and standards of hospice and palliative nursing
care deﬁne the body of knowledge needed in terms of
the standards of practice and the standards of performance. Standards of practice refer to the basic level
of care that should be provided to all hospice and palliative care patients and families. Standards of performance for palliative and hospice care nurses describe
the standards for activities related to quality of care,
performance appraisal, education, collegiality, ethics,
collaboration, participation in research, and resource
utilization. Documents such as agency standards,
guidelines, policies, procedures, and protocols may
further direct the individual’s performance. Standards

Standards of practice (HPNA, 2007) describe a
competent level of generalist and advanced practice
registered nursing care as demonstrated by the nursing process, involving assessment, diagnosis, outcomes identiﬁcation, planning, implementation, and
evaluation. The development and maintenance of a
therapeutic nurse–patient and family relationship is
essential throughout the nursing process. The nursing process forms the foundation of clinical decision
making and encompasses all signiﬁcant actions taken
by hospice and palliative care nurses in providing
care to individuals and families. The precepts of nursing practice include the following:
1. Providing age-appropriate, culturally, ethnically,
and spiritually sensitive care and support
2. Maintaining a safe environment
3. Educating patients and families to identify appropriate settings and treatment options
4. Assuring continuity of care and transitioning to
the next appropriate setting
5. Coordinating care across settings and among
caregivers
6. Managing information and protecting conﬁdentiality
7. Communicating promptly and effectively
A fundamental practice focus for hospice and palliative care is the plan of care, which is developed with
the patient and family as the unit of care and members
of the interprofessional team. At the very minimum,
the interprofessional team includes the physician,
nurse, social worker, and clergy. Care responsibilities extend beyond the death of the patient and offers
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describes strategies and alternatives to attain
expected outcomes.
Standard 5: Implementation. The hospice and palliative registered nurse implements the identiﬁed
plan of care.
Standard 5A: Coordination of care. The hospice and
palliative registered nurse coordinates care delivery.
Standard 5B: Health teaching and health promotion. The hospice and palliative registered nurse
employs strategies to promote health and a safe
environment.
Standard 5C: Consultation. The hospice and palliative registered nurse and the nursing role specialist
provide consultation to inﬂuence the identiﬁed plan,
enhance the abilities of others, and effect change.
Standard 5D: Prescriptive authority and treatment.
The advanced practice hospice and palliative registered nurse uses prescriptive authority, procedures,
referrals, treatments, and therapies in accordance
with state and federal laws and regulations.
Standard 6: Evaluation. The hospice and palliative
registered nurse evaluates progress toward attainment of outcomes.

■
■
■
■
■
■
■
■
■

■
■

Standards of Professional Performance
Standards of professional performance (ANA
and HPNA, 2013) and the associated measurement criteria describe professional role behaviors,
including those related to ethics, education, evidencebased practice and research, quality of practice,
communication,leadership, collaboration, professional practice evaluation, resource utilization, and
environmental health. Hospice and palliative nurses
must be self-directed and purposeful in seeking necessary knowledge and skills to develop and maintain
their competency. Hospice and palliative nurses’
professionalism is enhanced through membership in
their professional organizations, certiﬁcation in their
specialty, and professional development through academic and continuing education.
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■

Providing effective pain and symptom management
Addressing psychosocial and spiritual needs of
patient and family
Incorporating cultural values and attitudes in
developing a plan of care
Creating a healing environment to promote a
peaceful death
Supporting those who are experiencing loss, grief,
and bereavement
Promoting ethical and legal decision making
Advocating for personal wishes and preferences
Utilizing therapeutic communication skills in all
interactions
Facilitating collaborative practice
Ensuring access to care and community resources
through inﬂuencing and developing health and
social policy
Contributing to improved quality and cost-effective services
Creating opportunities and implementing initiatives for PC education for patients, families, colleagues, and community
Participating in the generation, testing, and evaluation of PC knowledge and practice
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bereavement care to families for a minimum of 1
year. Relief of suffering and QOL for individuals and
families are enhanced by:

Registered nurses at the generalist level have completed a nursing program and passed the state licensure
examination for registered nurses. Registered nurses who
practice in PC settings may provide direct patient and
family care, and may function as educators, case managers, administrators, and in other nursing roles. Advanced
practice nurses develop and implement advanced plans
of care based on the synthesis of complex health-assessment data. Advanced practice nurses are expert clinicians, leaders, educators, consultants, and researchers.
The standards apply to both generalist and advanced
practice nurses. There is speciﬁc notation of standards
that apply only to the advanced practice nurse.
Standard 1: Assessment. The hospice and palliative registered nurse collects comprehensive data
pertinent to the patient’s health or the situation.
Standard 2: Diagnosis. The hospice and palliative
registered nurse analyzes the assessment data to
determine nursing diagnoses or issues.
Standard 3: Outcome identiﬁcation. The hospice
and palliative registered nurse, in partnership with
the interprofessional health care team, identiﬁes
expected outcome for a plan of care individualized
to the patient or the situation.
Standard 4: Planning. The hospice and palliative registered nurse develops a plan of care that

Standard 7: Ethics. The hospice and palliative
registered nurse integrates ethical provisions in all
areas of practice.
Standard 8: Education. The hospice and palliative registered nurse attains knowledge and competency that reﬂects current hospice and palliative
nursing practice.
Standard 9: Evidence-based practice and research.
The hospice and palliative registered nurse integrates research ﬁndings into practice and generates
new knowledge related to the specialty.
Standard 10: Quality of practice. The hospice and
palliative registered nurse systematically enhances
the quality and effectiveness of nursing practice.
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Clinical judgment. At the generalist level, the
palliative and hospice nurse demonstrates critical thinking, analysis, and clinical judgment in all
aspects of palliative and hospice care of patients and
families experiencing life-limiting illness through
the use of the nursing process to address the physical, psychosocial, and spiritual/existential needs
of patients and families. At the advanced practice
level, the palliative and hospice nurse must be able
to respond to all disease processes with advanced
clinical skills.
Advocacy and ethics. The palliative and hospice
nurse incorporates ethical principles and professional
standards in the care of patients and families who
are experiencing life-limiting illnesses or progressive
illness, as well as identifying and advocating for their
wishes and preferences. Promoting ethical and legal
decision making, advocating for personal wishes and
preferences, and ensuring access to care and community resources through inﬂuencing or developing
health and social policy are ways for the nurse to
incorporate ethical principles and professional standards in the care of patients and their families.
Professionalism. The palliative and hospice nurse
demonstrates knowledge, attitude, behavior, and
skills that are consistent with the professional standards, code of ethics, and scope of practice for palliative and hospice nursing.
Collaboration. The palliative and hospice nurse
actively promotes dialogue with patients and families,
the health care team, and the community to address
and plan for issues related to living with and dying
from chronic, life-limiting progressive illness.
Systems thinking. The palliative and hospice
nurse utilizes resources necessary to enhance QOL
for patients and families experiencing life-limiting
progressive illness through knowledge and negotiation within the health care system.
Cultural competence. The palliative and hospice
nurse demonstrates cultural competence by respecting and honoring the unique diversity and characteristics of patients, families, and colleagues in palliative
and hospice care.
Facilitation of learning. The palliative and hospice nurse facilitates learning of patient, family, self,
members of the health care team, and the community
through the development, implementation, and evaluation of formal and informal education related to living
with and dying from life-limiting progressive illnesses.
Communication. The palliative and hospice nurse
demonstrates the use of effective verbal, nonverbal,
and written communication with patients and families, members of the health care team, and the community in order to address therapeutically and convey
accurately the palliative and hospice care needs of
patients and families.

PL

Standard 11: Communication. The hospice and
palliative registered nurse communicates effectively with members of the interprofessional team
and contributes to the professional development of
peers and colleagues.
Standard 12: Leadership. The hospice and palliative registered nurse provides leadership in the
professional practice setting and the profession.
Standard 13: Collaboration. The hospice and
palliative registered nurse collaborates with the
patient, the family, the interprofessional team, and
others in the conduct of nursing practice.
Standard 14: Professional practice evaluation. The
hospice and palliative registered nurse evaluates
one’s own nursing practice in relation to professional practice standards and guidelines, relevant
statutes, rules, and regulations.
Standard 15: Resource utilization. The hospice and
palliative registered nurse considers factors related
to safety, effectiveness, cost, and impact on practice
in the planning and delivery of nursing services.
Standard 16: Environmental health. The hospice
and palliative promotes a healthy environment.

■

SA
M

Standards of Practice and Standards of Professional
Performance are also written for palliative- and hospice-licensed practical/vocational nurses and for palliative and hospice nursing assistants. Variations to
each standard are made to adapt to scopes of practice
and statutory regulations.

Competencies

According to HPNA (2007), competencies represent
the “quantiﬁable knowledge, attitudes, and skills that
practitioners demonstrate in the performance of safe,
consistent, compassionate, state-of-the-art, evidencebased EOL care, which conforms to the patients’ and
their families’ wishes.” This deﬁnition applies to all
levels of nursing practice, although the speciﬁc clinical judgments and core competencies vary with each
level. The competencies for the palliative and hospice
generalist and advanced practice nurse were initiated
in 2001. Subsequently, competencies for the palliative- and hospice-licensed practical/vocational nurse
and nursing assistant were also written.
The basic competencies of PC nursing represent
the knowledge, skills, and attitudes demonstrated
when providing evidence-based physical, emotional,
psychosocial, and spiritual care. The care is provided
in a collaborative manner across the life span in
diverse settings to individuals and families experiencing progressive illness. The generalist-level competencies and the related general statements are written as
follows with special notation when applicable only
for advanced practice nurses.
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Recognizing the need to offer an examination
for advanced practice hospice and palliative nurses,
in 2000 the NBCHPN began discussions with
New York University and the American Nursing
Credentialing Center (ANCC) to collaborate for
this purpose. In an effort to expand the portfolio of
examinations, NBCHPN successfully negotiated a
buy-out of the partnership with American Nursing
Credentialing Center effective December 2004
and has been successfully certifying these nurses as
Advanced Certiﬁed Hospice and Palliative Nurses
(ACHPN). Eligibility for this level includes having a
current unrestricted registered nurse license; graduation from an accredited institution granting graduatelevel academic credit for a master’s or higher degree
in nursing; and having a minimum of 500 hours of
supervised advanced practice in PC as a Clinical
Nurse Specialist or Nurse Practitioner. As of 2013,
(HPNA, 2013) nearly 800 individuals are certiﬁed
ACHPNs.
Through a commitment to a strategic plan to provide certiﬁcation for all levels of caregivers, NBCHPN
began certifying nursing assistants in hospice and palliative care in 2001 as Certiﬁed Hospice and Palliative
Nursing Assistant (CHPNA). To be eligible for the
examination, the nursing assistant must have a minimum of 2,000 hours in palliative and hospice care as
validated by the nursing supervisor. By 2013, nearly
4,000 nursing assistants were certiﬁed as CHPNAs.
Continuing with the strategy of providing certiﬁcation for all levels of caregivers, NBCHPN in 2002
began the process of developing the scope, standards, and competencies for the licensed practical/
vocational hospice and palliative nurse. To be eligible
for the examination, the palliative and hospice practical/vocational nurse (CHPLN) must be licensed, and it
is recommended to have 2,000 clinical hours in the prior
2 years. In 2013, (HPNA, 2013) more than 1,000
CHPLNs had successfully completed the certiﬁcation
requirements.
Certiﬁcation, as deﬁned by the American Board of
Nursing Specialties (ABNS), is “the formal recognition of the specialized knowledge, skills, and experience demonstrated by the achievement of standards
identiﬁed by a nursing specialty to promote optimal
patient care.” Certiﬁcation is valued for the following
reasons:
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Advanced practice hospice and palliative nurses
are held to the same competencies but at an
advanced level because they exercise a high degree
of critical thinking, analysis, and independent judgment, within the framework of autonomous and
collaborative interprofessional practice. Advanced
practice nurses are distinguished by their ability
to synthesize complex data, implement advanced
plans of care, and provide leadership in palliative
and hospice care. The roles of the advanced practice hospice and palliative nurse include, but are
not limited to, expert clinician, leader, or facilitator
of interprofessional teams, educator, researcher,
consultant, collaborator, advocate, and administrator. Advanced practice palliative and hospice
nurses who have fulﬁlled the requirements established by their state’s Nurse Practice Acts may be
authorized to assume autonomous responsibility
for clinical role functions, which may include prescription of controlled substances, medications, or
therapies. To practice as an advanced practice palliative and hospice nurse, national certiﬁcation in
advanced practice palliative and hospice nursing
is recommended, although it is recognized that the
advanced practice palliative and hospice nurse may
have concurrent advanced practice certiﬁcation in
another specialty.
Competencies for the licensed practical nurse focus
on decision making instead of clinical judgment. For
the nursing assistant, clinical judgment is rooted in
observation and reporting. Although the core competencies are very similar in all four levels of nursing, the criteria are speciﬁc to the various scopes of
practice.

E
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■ CERTIFICATION IN HOSPICE AND PALLIATIVE
CARE NURSING

Incorporated in 1987, the HNA became the ﬁrst
professional nursing organization dedicated to promoting excellence in the practice of hospice nursing. In March 1994, the National Board for the
Certiﬁcation of Hospice Nurses (NBCHN) offered
the ﬁrst certiﬁcation examination and the credential of Certiﬁed Registered Nurse Hospice (CRNH).
In 1999, the NBCHN became the National Board
for Certiﬁcation of Hospice and Palliative Nurses
(NBCHPN), offering a new designation to recognize
base competence in hospice and palliative nursing:
Certiﬁed Hospice and Palliative Nurse (CHPN). For
the licensed generalist, it is recommended to have a
minimum of 2 years of clinical experience in palliative
and hospice care. By 2013, (Hospice and Palliative
Nurses Association, 2013) more than 11,000 registered nurses were certiﬁed as CHPNs.

■

■

■

Certiﬁcates achieve a tested and proven competency across the spectrum of hospice and palliative
care
Certiﬁcates increase their knowledge of hospice
and palliative care by seeking and maintaining
certiﬁcation
Certiﬁcates demonstrate a commitment to their
specialty practice by pursuing certiﬁcation
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Certiﬁcates demonstrate dedication to professional development in their careers by attaining
the credential
Certiﬁcates are assets to themselves because the
commitment to certiﬁcation improves patient
outcomes, provides compensation incentives, and
gains industry-wide recognition
Certiﬁcates are assets to their employers because
certiﬁcation is a recognized quality marker by
patients, physicians, providers, quality organizations, insurers, credentialers, and the federal government in an atmosphere of increasing awareness
regarding quality in health care and appropriate
utilization of services

■ PRINCIPLES OF PALLIATIVE CARE

as each interprofessional team member, including
patient and families, contemplates the ethical questions in advanced disease and in EOL decision making. Ethical challenges present themselves to the PC
interprofessional team on an hourly basis.
■ PALLIATIVE CARE FRAMEWORKS

Conceptual Model of Care
To relieve suffering, PC nursing utilizes a conceptual
framework for palliative and EOL care practice. An
effective model of care for the delivery of palliative
nursing, adapted from hospice nursing, is Dame Cicely
Saunder’s conceptual model of “whole-person” suffering. Saunders espouses that whole-person suffering
has four dimensions: physical, psychological, spiritual, and social (Krammer, Muir, Gooding-Kellar,
Williams, & von Gunten, 1999; Mount, Hanks, &
McGoldrick, 2006; World Health Organization,
2007). Under this concept, suffering affects each
domain of the bio–psycho–social–spiritual aspects of
care. This conceptual model forms the basis for the
description of PC nursing practice in this chapter.

SA
M

PL

A core principle of PC across the entire disease spectrum and in all settings is the concept that the patient
and family constitute the unit of care. The patient and
family, rather than the disease, are the primary focus
of care. The constructs of family-centered care form
the foundation of the PC philosophy. PC addresses the
meaning of disease, suffering, life, and death within
the context of each family unit (National Consensus
Project, 2009). PC recognizes that each family member will experience the disease process and all of its
implications within the context of his or her particular
worldview, and individual care plans are developed to
reﬂect these worldviews. Another core PC principle is
the commitment to collaborate through an interprofessional team process (Cairns & Yates, 2003; Leslie,
Adams, & Kutner, 2002; Meier & Beresford, 2008;
National Consensus Project, 2013). In order to assist a
family in crisis to establish and then achieve mutually
agreed-upon goals, the PC team integrates and coordinates the assessment and interventions of each team
member and creates a comprehensive plan of care.
Good PC is signiﬁcant in the manner in which it
embraces cultural, ethnic, and faith differences and
preferences, while interweaving the principles of ethics, humanities, and human values into every patientand family-care experience (Dy, Lupu, & Seow,
2012; Loscalzo & Zabora, 1998; Morrison & Meier,
2004). Furthermore, clinical ethics is an essential
footprint for the provision of palliative and EOL care.
Although clinicians often learn the theoretical principles behind ethics (Beauchamp, 2003; Beauchamp
& Childress, 1994; Morrison & Meier, 2004; Dy,
Lupu, & Seow, 2012), PC necessitates that these
principles be incorporated into the practice or “put
into motion” 24 hours a day, 7 days a week (Block,
2007; Bruera & Hui, 2012; Roy & MacDonald,
1998). PC embodies this concept of ethics in motion,

11
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■

■

Delivery Model of Care

Within the traditional medical model of care lies a
perceived dichotomy between curative/death-defying
care and PC. It is almost as though the goal of care is
ﬁrst and only cure; and then, only if unable to cure,
to relieve suffering. Often, this perceived dichotomy
prevents or delays the introduction of PC measures
for patients and their families. For provision of quality, comprehensive, whole-person care, should not
the goals of curative and palliative care be woven
together concurrently? It would seem to be generally
appropriate to relieve suffering at the same time as
pursuing curative life-prolonging therapies (Ferrell
et al., 2007; Von Gunten & Muir, 2000; World
Health Organization, 2007).
An effective framework for the delivery of PC
throughout the disease continuum can be most readily
visualized as an “umbrella of care.” Debate exists as to
the beginning and end of the umbrella’s arch. For some
health care clinicians, PC starts with the initial diagnosis of an illness, at which time the management of
symptoms and the psychosocial stressors of the disease
upon the patient and family are vigorously addressed
with active curative-focused therapy. Although this
scope may be considered ideal, the majority of PC
providers emphasize the maximization of function and
QOL in those with far-advanced disease. For all providers, PC culminates in the management of complex
physical, psychological, social, and spiritual issues that
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2006; O’Connor & Fisher, 2011), and the concept of
the “whole is greater than the sum of its parts” is valued and respected. The interprofessional model facilitates team members to (a) directly interact with the
patient and family, (b) share information among team
members, (c) provide consultation to one another,
and (d) work interdependently together to achieve the
goals identiﬁed by the patient and family.
Table 1.1 lists the most common members of the
PC interprofessional team, explains their function
within the team, and discusses their interrelationship
with the PC nurse. As a coordinator of care and a
core member of the interprofessional team, the nurse
has the responsibility to spearhead the development
of therapeutic relationships, not just between him-/
herself and the patient and family, but also with all
pertinent members of the team, which in turn ensures
effective and goal-driven supportive communication
and patient outcomes. The PC nurse needs to continually reassess the goals of the patient and family,
their treatment preferences, and support. A hallmark
of quality PC is the collaborative role that the nurse
develops with the physician and other interprofessional team members. Often, the physician has had a
long-term relationship with the patient and family, and
as the needs for traditional medical model “curative”
care lessen and PC measures increase, this may represent a “loss” for the physician. As the nurse develops
a relationship with the patient and family, the collaborative relationship with the physician may also be
a source of support for the physician personally as
well as professionally for decision making. The nurse
is a primary conduit for information, critical assessments, and evaluation of the patient and family goals
within the interprofessional team. A critical aspect of
PC involves the identiﬁcation and subsequent resolution of often divergent goals of the patient, family, or
the health care team. The PC nurse is often in the ideal
position to be instrumental in coordinating and effecting a comprehensive family-focused plan of care.
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patients and members of their families will experience
during the ﬁnal phase of life and will include bereavement care for the family (Dy, Lupu, & Seow, 2012;
Krammer et al., 1999; Twycross, 2003).
With the emergence of PC as a distinct medical
specialty (Cairms & Yates, 2003; Enck, 2009; Leslie,
Adams, & Canter, 2002; Von Gunten & Lupu, 2004),
an ever growing number of hospitals have begun
to develop comprehensive, academic PC programs
(Carlson et al., 2011; Elsayem et al., 2004; Ferrell
et al., 2007; Morrison, Maroney-Galin, Kralovec, &
Meier, 2005), consisting of one or all of the following
program elements: acute PC inpatient units (Carlson
et al., 2011; Ferrell et al., 2007; Santa-Emma, Roach,
Gill, Spayde, & Taylor, 2002); palliative consultation
teams (Carlson et al., 2011; Ferrell et al., 2007; Virik
& Glare, 2002); outpatient PC clinics (Carlson et al.,
2011; Strasser et al., 2004); and home hospice programs. By providing a continuum of care, patients with
advanced progressive disease and their families have
access to PC expertise in all settings, which is coordinated and collaborative manner to achieve mutually
established goals. With a comprehensive PC program,
the interprofessional team will utilize the same philosophy and model of care as they work throughout the
continuum with the patient and family in a coordinated
and collaborative manner to achieve mutually established goals.

E
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The Interprofessional Team

PC’s reliance upon the interprofessional team as a
key factor for successful outcomes requires an understanding of the distinction between interprofessional
and multidisciplinary practice. In the traditional multidisciplinary team, the physician primarily directs
care of the patient, and the family needs may or may
not be considered (see Table 1.1). Multiple disciplines
of the health care team may be involved in the individual assessments and in the delivery of care, although
efforts by these team members are often uncoordinated and independent. The primary mode of communication among disciplines is the medical chart. The
result is often incomplete communication between
professions, lack of accountability, and tendency for
each discipline to develop its own patient care goals.
Family needs are often unidentiﬁed and most often are
not incorporated into the overall plan of care.
In contrast, in an interprofessional model, communication and decision making among team members is
collaborative, with leadership shared and based upon
primary patient and family needs and goals (Crawford
& Price, 2003; O’Connor & Fisher, 2011). The identity of the interprofessional team supersedes personal
identities and agendas (Cummings, 1998; Porchet,

■ Characteristics of an Effective Interprofessional
Team. A dynamic and outcome-oriented interprofes-

sional team requires collaboration, leadership, coordinated decision making, and conﬂict resolution.
Collaboration is deﬁned as the ability to work with
others, especially on intellectual endeavors (MerriamWebster, 2013). It is the process of collaboration that
empowers team members to act as decision makers
within the group. For example, if a question on nausea
and vomiting arises, various members of the team may
provide observations and opinions in an effort to maximize the relief of all components of nausea and vomiting. Using a true collaborative process, the ultimate
decision maker regarding this aspect of care would not
come to a conclusion solely beneﬁting one member or
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TABLE 1.1 The Interprofessional Team Member’s Role, Function, and Interrelationship
With the Palliative Care Nurse
Advanced Practice Nurse
Function: Incorporates the role of advanced clinician, educator, researcher, and consultant to families, staff, colleagues, and
communities
Interrelationship: Acts as a consultant, educator, role model, and mentor to the palliative care (PC) nurse to synergistically
achieve quality outcomes for patients and families
Bereavement Counselor

E

Function: Identifies through interprofessional team assessment high-risk family members for bereavement and provides
anticipatory grief counseling. Coordinates bereavement services for families, including counseling sessions, grief support groups,
memorial services, and community outreach programs
Interrelationship: Relies on the PC nurse’s assessment of the family upon a patient’s death in order to begin bereavement care.
Values the PC nurse’s role in identifying high-risk family members for grief and bereavement
Patient/Family

Palliative Care Physician

PL

Function: The focus of care of the interprofessional team. The goals identified by the patient/family direct the participation of
other members of the team
Interrelationship: The patient/family understands that the PC nurse is the coordinator of interprofessional care and continuously
confers with the PC nurse regarding patient/family needs

Function: Consults with primary care physician and collaborates with interprofessional team to provide expertise in pain
management, communication, and treatment decisions at the end of life for patients and families
Interrelationship: Understands that the PC nurse has the greatest prolonged contact with the patient and family and relies upon
the holistic assessment and interventions of the nurse in order to develop a comprehensive medical care plan in collaboration
with the interprofessional team

SA
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Pastoral Care Counselor

Function: Provides in-depth assessment of the spiritual needs of patient/family, including search for meaning and purpose of
life. Acts as a liaison with community clergy and a resource for the interprofessional team regarding ethical questions, faith
traditions, and world religions
Interrelationship: Respects the spiritual assessment of the PC nurse and is consulted when family issues require advanced
assessment and intervention. Acts as a resource for PC nurse when needing to debrief after a difficult death or experience
Primary Care Physician

Function: Initiates a relationship with the palliative care team with referral of a new patient/family. Provides a medical history
of the patient’s illness and any other pertinent medical and psychosocial information; continues to be the primary physician or
transfers the role to the PC physician
Interrelationship: Assessments and interventions of the PC nurse and those of the interprofessional team are coordinated with
the primary physician to establish a comprehensive plan of care for the patient and family
Social Worker

Function: Provides history (via genogram) regarding the strengths, resources, and realities of patient/family system
Interventions include emotional support through individual, family, high-risk, and bereavement counseling. Provides referrals for
families to the community as needed for social services
Interrelationship: Delivery of care involves ongoing collaboration with PC nurse who is continuously identifying psychosocial
needs and outcomes of the patient and family
Therapies (Pharmacy, Occupational, Physical, Dietary, Speech, Art, Music, Touch, Massage)
Function: Provide education and/or “hands-on” therapy of specialized discipline to maximize independence and quality of life of
patient and family
Interrelationship: Participates in plan of care when consulted by PC nurse and reports outcomes of interventions through
collaboration with the PC nurse
(continued )
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TABLE 1.1 The Interprofessional Team Member’s Role, Function, and Interrelationship
With the Palliative Care Nurse (continued )
Volunteer
Function: Gives time freely to contribute to patient and family needs by direct service, administrative support of the palliative
care program, public relations, and community education
Interrelationship: Reports observed family dynamics to the PC nurse to facilitate revision of plan of care if needed
Volunteer Coordinator
Function: Recruits, screens, educates, supervises, and retains volunteer staff to provide supportive services to patients and
families
Interrelationship: Plans assignments of volunteers based upon identified needs of family by the PC nurse; involves the PC nurse
in volunteer training

E

among team members is necessary to achieve quality patient and family outcomes. In order to sort out
which member or members of the team would be the
most appropriate in contributing to the decision-making process, the following questions, should be considered: “Who has the information necessary to make
the decision?” “Who needs to be consulted before the
decision is made?” “Who needs to be informed of
a decision after it is made?” (Cummings, 1998; &
Fisher, 2011; Porchet, 2006). Certain levels of decision making may be made by individual members of
the team (e.g., titrating a pain medication based on
patient needs), whereas other levels will require input
from the entire team as a whole (e.g., developing a
care plan). Poor, fragmented decision making results
from failure to include appropriate team members
in the decision-making process (Cummings, 1998;
O’Connor & Fisher, 2011; Porchet, 2006).
Because of the interdependency among interprofessional team members, professional conﬂict will
inevitably arise, which may be beneﬁcial and stimulating to an interprofessional team. Respect and trust
in each team member’s skills, knowledge, expertise,
and motivation are imperative. Lack of respectful
conﬂict will result in group uniformity, which may
stiﬂe the creativity and the professional advancement
and development of team members. Diverse ideas and
opinions are often the impetus for innovative solutions for patient care problems, and in the process
may deepen the professional dialogue within the
team. However, conﬂict becomes destructive when it
is personalized or viewed as a threat to a member’s
role. Thus, the art in managing conﬂict is not to avoid
it, but to manage it effectively so that team members,
patients, and families can receive its full beneﬁts.
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one member’s own perspective, but rather would make
a decision reﬂecting the team’s total input. Through collaboration, effective patient- and family-driven quality
outcomes are achieved (Bruera & Hui, 2012; Dobrof,
Heyman, & Greenberg, 2011; Porter-O’Grady, Alexander, Blaylock, Minkara, & Surel, 2006).
The principles and tenets of PC are applicable
throughout the life span. From the very young to the
older adult, each group faces unique circumstances
as they endure a life-limiting illness (Bolmsjo, 2008;
Browning & Solomon, 2005; Haley, 2013; Himelstein,
Hilden, Morstad Boldt, & Weissman, 2004; Kapo,
Morrison, & Liao, 2007; Malloy, Sumner, Virani, &
Ferrell, 2007). An effective interprofessional team will
attend to these particular needs and will include specialists as warranted by the distinctive characteristics
of the patient and family. For example, in the setting of
a pediatric patient, in addition to the core interprofessional team members, the interprofessional team may
consist of pediatric specialists such as child life specialists, pediatric advanced practice nurses, and chaplains
trained in pediatrics; whereas an elderly patient’s interprofessional team may include, among others, physical
and occupational therapists trained in the aging population, a geriatrician, and a geriatric nurse practitioner.
It is the responsibility of the interprofessional team to
continually assess and make changes in the interprofessional team members as appropriate.
PC differs from the traditional medical model in
which the physician is the sole leader of the multidisciplinary team. In the PC model, leadership is ﬁlled by
the member of the interprofessional team who is best
educated and qualiﬁed to address and focus upon speciﬁc patient or family goals. In addition to achieving
patient and family outcomes, leadership is essential
to facilitate and optimize the professional potential of
each team member’s contribution (NCP, 2013).
Also, in the traditional multidisciplinary team,
the physician, as team leader, is the primary decision
maker for the care team. In contrast, in a true interprofessional team process, coordinated decision making

The Nurse’s Role in Interprofessional Care
The following case example is that of an advanced
practice nurse (APN) bringing a speciﬁc and well-
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collaborator (Callaway, 2012; Chulk, 2008; Spross
& Baggerly, 1989).

■ CONCLUSION AND FUTURE DIRECTIONS

E

PC is an emerging specialty within health care and
nursing. The philosophy and delivery of PC transcends
all areas of nursing where suffering accompanies illness. The PC nurse is a true leader within the interprofessional team and hence is in an ideal position
to establish standards for consistent practice, foster
education, and promote research. It is a professional
privilege to be in the ﬁeld of PC nursing, as it brings
hopefulness to areas of EOL care that traditionally
have been avoided—for example, ethics, pain, and
human suffering. Equally applicable to the art of PC
nursing practice is Thoreau’s (1971) prosen in which
he states: “It is something to be able to paint a picture,
or to carve a statue, and to make a few objects beautiful. But it is far more glorious to carve and paint the
atmosphere in which we work, to affect the quality of
the day—this is the highest of the arts” (p. 90).
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deﬁned set of qualities, knowledge, and judgments
to caring for individuals and families facing serious, progressive or life-threatening illness. This
includes advanced scientiﬁc and biophysical knowledge, analytical skills, and mastery of a broad
repertoire of communication and interpersonal
skills. Specialized knowledge and proﬁciency in
the ability to incorporate ethics, humanities, cultural diversity, family, spiritual, and psychological issues into care are also demanded (Bruera &
Hui, 2012; Coyne, 2003; Kuebler, 2003; Meier &
Beresford, 2006).
The Calkin model of advanced nursing practice
(Bryant-Lukosius, Dicenso, Browne, & Pinelli, 2004;
Spross & Baggerly, 1989) serves as an excellent model
on which to base PC advanced practice nursing.
Calkin deﬁnes the clinical judgment abilities of three
nursing practice levels as novice, expert by experience, and the master’s-prepared nurse. The following
case study illustrates Saunders’s four dimensions of
human suffering within the context of Calkin’s model.
The case study also demonstrates the APN subroles of
expert clinician, educator, consultant, researcher, and

■

Mrs. S. is a 52-year-old woman who is suffering from the sequelae of Stage 4 metastatic
breast cancer for the past 3 years. All curative interventions, including surgical resection,
chemotherapy, radiotherapy, hormone therapy, and experimental therapy, have failed
to halt the progression of her disease, which now affects her lung, liver, and bones, most
notably her spine. Mrs. S.’s major distressing physical symptom is severe neuropathic
pain, which radiates around her back to her abdomen. This pain has limited her ability
to bathe, cook, eat, get dressed, and walk. Essentially all activities of daily living have
been stripped from her and she is now conﬁned to bed under the care of her husband.
Prior to her cancer, she prided herself on being extremely independent. Currently, her
neuropathic pain is being managed by steroids, tricyclic antidepressants, neuroleptics,
and methadone. Mrs. S. has two teenage children, and has been on disability from her
job as a television personality for the past several months. She is Baptist and is an active
member in her church.
ASSESSMENT OF THE PATIENT AND FAMILY

Through daily interactions with Mrs. S. and her family, the APN on the PC unit built
a therapeutic relationship that focused on all dimensions of human suffering: physical,
psychological, spiritual, and psychosocial. Despite the aggressive titration of pharmacotherapy being used to treat Mrs. S.’s pain, she continued to suffer from intense neuropathic discomfort. Her pain rating consistently was 8/10 or above on a visual analog
scale, and over time, her sense of despair about dying in such agony was increasing.
In consultation with other interprofessional team members, the APN was analyzing
current research and consulting with other pain experts for novel approaches in treating neuropathic pain. The use of intravenous lidocaine has been successful in similar
scenarios, and after critical analysis by the APN, the interprofessional team decided to
try this therapy. The APN presented all the literature regarding the use of intravenous
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lidocaine in refractory neuropathic pain to the hospital’s quality committee. The committee granted permission for immediate use and requested that the APN develop an
evidence-based guideline to be used for future for patients with neuropathic pain. The
APN quickly developed an evidence-based guideline, as the neuropathic pain was escalating daily. The next step was to educate all team members, speciﬁcally the nursing
and pharmacy staff, as well as the patient and family, about the etiology, sequelae, and
rationale for choosing this intervention. Mrs. S. received a test dose of the lidocaine
and her pain decreased about 10% within 1 hour. Thus, the intravenous lidocaine
was deemed appropriate to continue. Over the next days, her pain level decreased to
2/10. Respecting the value of nonpharmacological measures in relieving pain, the APN
assisted in having Mrs. S. offered massage and music therapy. She declined guided
imagery.
While Mrs. S. was experiencing her pain crisis, the APN spent a lot of time with her,
thus allowing an opportunity for Mrs. S. to express her feelings and fears. She revealed
that she felt close to death and was struggling with guilt about one of her desires upon
dying—that of spending her last minutes alone, if possible. She was fearful that this
request would offend her very protective and involved family. But she had lived a very
independent life and wanted to die that way. The APN listened, reﬂected, and assessed
the situation and reported her ﬁndings to the interprofessional team. Based on the APN’s
observations and recommendations, the interprofessional team members set forth a plan
to help Mrs. S. and her family deal with these very important issues. Social work and
chaplaincy intensiﬁed their involvement.
Through interventions by the interprofessional team, Mrs. S.’s family was learning
to become more comfortable with respecting their mother’s request and were working
through their feelings of “abandoning” their wife and mother in time of need. This
would continue to be a process.
With in-depth knowledge of family systems theory, the APN identiﬁed the need for
the interprofessional team to address the already actualized loss of Mrs. S.’s role within
the family, including mother and wife. The APN consulted the bereavement counselor as
an early intervention for high-risk grief status, as Mrs. S.’s family was still dealing with
their loved one’s request of dying alone.
Progressively, Mrs. S. showed signs and symptoms of nearing death. As her pain
increased, the APN adjusted Mrs. S.’s pain regimen so that she would remain comfortable. The APN and the interprofessional team increased support to Mrs. S.’s family to
help them honor her wish at the time of death.
DISCUSSION OF THE ADVANCED PRACTICE NURSE ROLE

Clinician. The APN utilized sophisticated and appropriate assessment strategies to
evaluate pain and symptoms. The APN interfaced with other interprofessional team
members to develop and implement a comprehensive plan of care. The APN identiﬁed
novel approaches to the treatment of neuropathic pain and developed hospital-based
standards of practice to reﬂect and support this treatment strategy, and executed interventions. Advanced clinical knowledge of complex pain syndromes and comfort measures to address symptoms was demonstrated through utilization of innovative, ethically
sound, scientiﬁcally based practice.
Educator. The APN facilitated complex philosophical, ethical, and clinical management discussions, assisting the patient and family and all interprofessional team members to achieve a positive outcome. The APN assessed the learning needs of Mrs. S. and
her family and the entire staff. The APN presented scientiﬁcally based education on the
following issues: (a) the management of neuropathic pain, (b) potential for role conﬂict,
(c) actual loss/anticipatory grief, and (d) potential for high-risk bereavement. The APN
educated other disciplines also, for example, the quality committee and pharmacy staff,
through in-service and guidelines on the philosophy of PC and individualized treatment
strategies, and most notably, the use of intravenous lidocaine for intractable neuropathic
pain.
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Researcher. The APN generated new knowledge and through research and the translation of evidence into practice. The APN investigated and integrated PC research strategies, for example, the use of intravenous lidocaine, to formulate an individualized plan
of care for Mrs. S.
Collaborator. The APN mentored staff in bio–psycho–social and spiritual assessments and interventions. The APN built and preserved collaborative relationships, and
identiﬁed resources and opportunities to work with PC colleagues. The APN facilitated
the development and implementation of staff forums, in-services, physician–nurse collaboration, and quality committee consultation. The APN demonstrated the value of
collaboration with the patient and family, the interprofessional team, and other health
care professionals in order to facilitate the best possible outcome.
Consultant. The APN consulted with the PC physician, PC colleagues, and quality
committee representatives to determine the appropriate treatment strategies for meeting
the needs of the patient and family. Also, the bereavement counselor was consulted after
the APN identiﬁed the actualized loss experienced by Mrs. S.’s family. As a consultant,
the APN was consistently available to the patient and family, interprofessional team
members, and other health care professionals to discuss and explain issues surrounding
the PC philosophy.
By maintaining a consistent presence with the patient and family and among interprofessional team members, the APN helped to minimize decision-making conﬂicts. With
advanced knowledge in the humanities, the APN, through language and image, gave
expression to the experience of illness, death, grief, and human suffering.
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Wager, J., Zernikow, B., Drake, R., Papadatou, D., Hubner-Mohler, B., & Bluebond-Langner, M. (2013). International multiprofessional course in pediatric palliative care: Beneﬁts and challenges. Journal of Palliative Medicine, 16(1), 96–99.
With the rapid adoption of the interprofessional team approach into innumerable palliative care PC programs in the United States and all over the world, a
growing need exists to ensure that high-quality care is being provided by ensuring
that an interprofessional team is well prepared to work together toward a common
goal. The interprofessional team maintains a great responsibility in managing PC
for each individual patient. PC programs should consider providing education to
members of the interprofessional team in order to establish an effective working
relationship among members, deﬁne roles, and improve the overall care that the
patient receives. The demand for interprofessional educational courses is represented in one course evaluation by the presence of attendees from 35 countries, representing multiple disciplines ranging from physicians and nurses to social workers
and psychologists. More research is needed to determine the most effective methods of providing interprofessional team education, as opposed to training individuals on a profession-speciﬁc basis. The effects of one educational program have been
studied and are outlined as follows.
INTERNATIONAL MULTIPROFESSIONAL COURSE IN PEDIATRIC PALLIATIVE CARE:
BENEFITS AND CHALLENGES
Purpose

The study analyzed the reasons for attendee enrollment in the course. The aim of the
7-day course was to (a) explore the principles of pediatric PC, (b) develop skills and
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training in PC, (c) share experiences and network, and (d) improve interprofessional
collaboration.
Rationale/Signiﬁcance

Few resources exist that focus on training members from multiple disciplines in collaborating to provide high-quality and standardized pediatric PC. This study analyzes the
value of delivering PC instruction to a group of participants from various disciplines.
Methods

E

Content analysis was conducted on primary data in order to analyze attendee’s reasons for enrollment in the course. Data concerning attendee’s origin, demographics,
professional background, and reason for attending the course were collected in the
ﬁrst and second years that the course was offered.
Results/Conclusions
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Attendees reported that reasons for attending the multiprofessional course for pediatric PC were to increase knowledge, network among professions, and learn more
about the interprofessional approach to PC. Although challenges exist in offering
interprofessional courses in PC, this study demonstrates the need and desire for
professionals specializing in PC to participate in interprofessional education. More
course development and research are needed to investigate the most effective delivery
of interprofessional instruction.
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