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Abstract: Advanced practice registered nurses (APRNS) are leaders in clinical practice, systems-level care
delivery, nursing practice, and policy. The challenge is that in the current environment, their leadership is
not highlighted. With the national shortage of palliative care clinicians, APRN leaders will be necessary to
care for all the patients and their families with serious illness. While many programs describe their APRNs
as leader in clinical care, there is not much written about their leadership in other areas. This paper provides
a description of APRN palliative care leadership and opportunities across all domains of clinical care,

education, advocacy/policy, research, and administration/management.
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Introduction

Advanced practice registered nurses (APRNSs) are leaders
in clinical practice, systems-level care delivery, nursing
practice, and policy across settings. Palliative care leadership
is about influence and change within a health care system
and achieved through a myriad of foci. Today there is a
national shortage of palliative care clinicians. APRN leaders
will be necessary to guide the care for patients with serious
illnesses and their families. Often hidden, APRN leadership
is grounded in the Institute of Medicine reports—Future
of Nursing, Dying in America and the National Consensus
Project for Quality Palliative Care Clinical Practice
Guidelines. This paper reviews APRN leadership in palliative
care in the domains of clinical care, education, advocacy/
policy, research, and administration/management.

Overview

Advanced practice registered nurses (APRINs) are distinguished
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by their ability to synthesize complex data, implement
advanced plans of care, and provide leadership in hospice and
palliative care (1). The palliative APRN role has developed
over the last 20 years. Unlike medicine which only 10 years
ago recognized the specialty of palliative care, hospice and
palliative nursing has been recognized as a specialty for over
25 years (2,3). The result is that APRNs have been palliative
leaders in clinical practice, systems-level care delivery, nursing
practice, and policy (2,4). Common scenarios include the
trusted geriatric nurse practitioner (NP) who is asked to start
a home-based palliative care program for patients who do
not meet hospice or home health eligibility; the community
hospital clinical nurse specialist (CNS) who is asked to start an
advance care planning initiative as a way to integrate palliative
care or who is directed to care for terminally ill patients in the
hospital to assure good end of life care; or the APRN who is
asked to assure palliative care education for all nurses within a
federally qualified health clinic and take on seriously ill patients
within designated providers as primary care patients.

The current health care system is burgeoning. The
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Table 1 Nursing and palliative care synergy
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Nursing is the assessment, diagnosis, and treatment of human responses to actual or potentially life limiting illness within the dynamic
caring relationship with the patient and family in order to relieve or reduce suffering and optimize health (wholeness, integrity of the

person, quality of life, and function (14)

Palliative care is both a philosophy of care and an organized highly structured system for delivering care. Throughout the continuum of
iliness, palliative care involves addressing physical, intellectual, emotional, social, and spiritual needs and facilitating patient autonomy,

accessing information, and making proper choices (15)

population is skewing towards 65 and older and these
patients have complex needs. The costs of health care
have escalated with the creation of new technology that is
implemented without consideration of congruency of goals
of care. Now more than ever, palliative APRN leaders are
essential due to physician shortages. With just 1 million
physicians to serve the needs of the diverse 325.7 million
population of the United States, there is a significant
shortage of physicians overall (5). This includes a shortage
of palliative care physicians. Moreover, geographically, most
physicians do not practice in the community and rural areas.

Often, the focus of palliative leadership is on coordinating
and managing a palliative program. As palliative care
moves out of the hospital into the community, APRNs are
frequently established in the community, and can continue to
lead initiatives in these areas. Current literature does provide
evidence models of APRN led programs in a community
academic hospital and the community settings (6-9).
However, there are four other critical areas of leadership.
Palliative leadership in education assures development in
palliative knowledge, attitudes, and skills. Palliative care
leadership in clinical practice promotes excellence and
evidence-based practice in delivery of quality care. Palliative
care leadership in research fosters the continued development
and maturity of the evidence to support and grow the
specialty. Palliative leadership in policy and advocacy furthers
changes in health care, delivery, and access.

As within other areas, there are informal leaders and
formal leaders. APRNSs are often serve as informal leaders
without titles, garnering respect of others through their
longevity of team membership, an open mentoring process,
or a nurturing style. APRNs are often long-standing
members of the team who grow a program. Frequently,
APRNSs are not given the authority commensurate with
responsibility, empowerment to lead, nor receive team and/
or organizational acceptance into leadership roles (10). The
challenge is that in the current fragmented and hierarchical
healthcare environment, non-physician leadership in health
care, as well as palliative care, is frequently underappreciated
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as demonstrated by lack of acknowledgement or recognition
(11,12). There are frequent stories of program development
or initiatives that start with a nurse, who is anonymous,
and then when a physician, who is given a title, joins the
program, he or she is cited as the leader of the program.
The result is a dearth of literature specific to palliative
APRN leaders and their leadership.

The 2014 Institute of Medicine’s report Dying in
America—Improving Quality and Honoring Individual
Preferences Near End of Life identified five areas to achieve
quality, sustainable, palliative care for all patients with
serious and life-threatening illness across all settings: (I)
delivery of person-centered and family-focused palliative
care; (II) clinician-patient communication and advance
care planning; (III) professional education in palliative
care; (IV) policies and payment for palliative care; and (V)
public education and engagement in palliative care (13).
Because nursing and palliative care are synergistic, nursing
has a large role in implementing recommendations
related to these areas (7able I). By the virtue of their
increased scope of practice, APRNs are essential in each
of these five areas as their scope of practice allows them
to deliver the care, lead improved communication, initiate
advance care planning programs, educate their peers and
colleagues in palliative care, lead policy and advocacy
in palliative care, and promote public and consumer
education (2). Specifically, according to the Institute of
Health Improvement, the combination of clinical skills and
leadership skills promote innovative leadership and changes
in health care (16).

APRN practice is based on patient-centered care, with
the understanding that care does not occur in total isolation
of a family (chosen or biological). As frontline clinicians,
APRN:S, along with their RN colleagues, spend the most
time with patients at the bedside. Since all people die, all
APRNs must have fundamental palliative care skills. This
includes understanding illness trajectories from diagnosis
to death, appropriate assessment and management of
pain, particularly in the current opioid misuse epidemic.
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Table 2 APRN leadership examples

Developing, leading, and facilitating interdisciplinary members on hospice and palliative care teams across acute care, long-term
care, ambulatory, residential, hospice and home settings

Leading expert clinical care in acute care, long-term care, ambulatory, residential, hospice and home settings

Educating clinicians across all settings about palliative care (what it is, assessment of the physical, psychological, emotional,

spiritual, and social domains, program development, quality, communication, and grief and loss) across acute care, long-term care,
ambulatory, residential, hospice and home settings

Researching of all aspects of palliative care and nursing and translating evidence into practice

Consulting for all aspects of palliative care nursing from patient care issues, program development, and quality to assure high quality
care deliver

Advocating for patients, caregivers, and health care professionals in terms of regulations, statutes, laws related to scope of practice,
regulatory issues related to hospice and palliative care, advance care planning, pain management, access to care, and reimbursement

+ Administrating or managing hospice organizations, palliative care programs, geriatric programs, pediatric programs

Knowledge of payment for palliative care services is
essential in order to work with payers, and insurers to
provide sustainable community clinical and social services.
Clinical services, located in the outpatient and home
setting, keep patients out of the acute care setting and
include hospice, home health, comprehensive primary care
services at home, and day care centers. Other social service
resources include nutrition, transportation, pharmacies,
legal aid, aging services, and disease specific organizations.
Finally, APRNs have a range of opportunities and venues
(formal and informal) in which to educate the public about
what palliative care is and what it is not. This includes
community centers, schools, senior centers, YMCAs and
YWCAs, houses of worship, libraries, and professional
organizations.

Leadership in palliative care

Leadership theory has evolved significantly in the past
few years. In the past, the emphasis of nursing leadership
was a mechanistic, scientific management perspective
focused on an employer-employee model that was driven
by rules, regulations, policies, and procedures. The present
emphasis on nursing leadership embraces the dynamic
and interdependent (organic) nature of complex adaptive
systems, transformational leadership utilizes (17,18).
Palliative care is certainly dynamic and interdependent with
health care reform and requires transformational leadership
of all disciplines.

Palliative care leadership is about social change that
helps achieve a goal of quality care for persons with
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serious illness (6,7). It is characterized by: (I) leading team
members or members within the organization who have
a clear mission and vision of palliative care initiatives and
programs; (II) motivating and inspiring others to provide
and achieve excellence in palliative care, creating healthy
work environments in which palliative care is provided; and
(IIT) changing the behavior of others to work collaboratively
in palliative care (19,20).

Palliative care leadership is grounded in the principles of
the National Consensus Project for Quality Palliative Care
Clinical Practice Guidelines, specifically in the leadership
needed to assure access to quality palliative care. APRN
leadership includes personal mastery or continual growth
in palliative nursing, clarity of palliative care models, shared
vision of palliative care, team learning in the many aspects
of palliative care, and an overall concept of palliative care

within the context of healthcare (21) (Table 2).

Models of APRN leadership in palliative care

There is a new emphasis on leadership development in four
particular areas. One is the role of strategist and knowledge
broker. This is the APRN who moves beyond knowledge
acquisition into translation of evidence into systems level
practice (22). An example is the pain APRN who uncovers
the inadequate management of pain for patients at the
end of life on a surgical unit and she creates a strategy
for education, creates resources, and metrics for pain
management to help with quality care, appropriate lengths
of stay, and evidence-based practice. Another example
is the APRN who case manages for an accountable care
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organization and performs a goals of care conversation and
palliative performance scale on all patients to determine
the appropriate resources necessary to avoid hospital
admissions. Two is the role of systems-level thinker, or the
APRN who thinks about change at the high level (23-25).
It is critical to understand the needs and the priorities of
the various stakeholders within a health system as they
are constantly evolving. An example is the Emergency
Department (ED) APRN who understands that in order to
be efficient and effective, the ED must both discharge non-
critical patients to assure bandwidth for further admissions
which simultaneously triage palliative care patients to
consider their appropriate and successful disposition.
Three is the role of utilization of data and evidence to
promote practice. This is the APRN who uses metrics to
assure better clinical care. An example is the oncology NP
who consistently cites the evidence that early palliative
care promotes better quality of life, less depression and
anxiety and less hospitalizations, fewer ED visits for cancer
patients which promotes the use of palliative care among
her colleagues and patients and families (26-28). Fourth is
the role of change agent who proactively scans and analyzes
the environment to anticipate changes and respond (27,29).
The is the medical-surgical CNS who promotes delirium
assessment and management as a quality indicator with
the understanding that Magnet survey will encourage a
permanent change in practice.

In order to be successful, the Institute for Health
Improvement offers five high-impact leadership
characteristics that can be applied to APRN leadership:
person-centeredness, frontline engagement, relentless
focus, transparency, and boundarilessness (30). Person-
centeredness is when the palliative APRN consistently
embraces person-centered practices. This is fairly
straightforward since palliative care is all about the patient/
family as a unit of care. Front-line engagement is when
the palliative APRN offers regular authentic presence on
the front line of palliative care delivery and is a visible
champion of improvement in palliative care. This occurs
within every contact with patients, families, referrers and
colleagues. Relentless focus is when the palliative APRN
is focused on a vision of both palliative care and palliative
nursing and a strategy to advance the profession and
the specialty. This requires an exquisite understanding
of palliative care upstream in health care versus hospice
care at the end of life and the nuances in between. It also
requires the understanding that optimal care delivery is
achieved when nurses practice to the full scope of their
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license. Transparency is when the palliative APRN ensures
information about results, progress, aims, and defects is
visible and clear for all to understand. The honesty about
the positives and negatives of palliative care promotes
integrity. Boundarilessness is when the palliative APRN
encourages, practices, and role model systems thinking, and
collaboration across boundaries (30).

In 2017, the American Nurses Association (ANA) and
the Hospice and Palliative Nurses Association (HPNA)
released the Call For Action—Nurses Lead and Transform
Palliative Care (31). It describes how all nurses practice
primary palliative care and may seek specialty palliative care
expertise. Primary palliative care is the care for patients
at the basic level utilizing common information. Specialty
palliative care is the comprehensive approach to patients
with serious illness based on expert practice, knowledge,
and communication. The Call for Action focuses on the
five areas clinical practice, education, policy, research and
administration in which APRNSs can lead and transform
palliative care.

Clinical practice

Bob is a medical surgical CNS as a regional hospital. He has
been called to create a culture of palliative care practice. In
order to role model specialty palliative nursing practice, he
has achieved advanced certification in hospice and palliative
nursing (ACHPN). He collaborates with the general
medical floor to create a newer focus on palliative care.
This includes rounding with the nurses on their patients
for palliative care issues for patients with new diagnoses
of serious illness, advanced illness, and patients at the end
of their lives. He also holds debrief rounds for difficult
patients and is working with his nurse colleagues to create
and update policies.

Clinical care is the most recognized area of leadership
for APRNs. Numerous studies have demonstrated APRN
effectiveness, quality, and safely (32-38). As providers of
care across all health settings and therefore care for many
patients with serious illness, APRNs play a vital role in each
of these elements of palliative care (39). APRNs deliver
quality palliative care throughout the United States in
urban, rural and community settings including adult and
pediatric day care centers, long term care centers, skilled
nursing facilities, group homes, shelters, rehabilitation
facilities, acute care settings, as well as the home.

To be successful, APRNs must understand the diagnosis
and the natural trajectory of illnesses and diseases along
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Primary palliative advanced practice nursing

Specialty palliative advanced practice nursing

Basic understanding of palliative care principles

Basic knowledge about pain and symptom
management to provide comfort

Basic communication skills to introduce advance
care planning

Accessing interdisciplinary team members

Expert knowledge in palliative care principles

Expert knowledge of pathophysiology and trajectory of diseases; expert skill in
pain and symptom management

Expert communication skills for exploration of quality of life concerns, informed
decision-making, goals of care discussions, and family meetings, and counseling

Collaborative practice with interdisciplinary team of psychosocial and spiritual care

colleagues in order to provide psychosocial, emotional and spiritual support to
patients with serious illness and their families

Understanding of community resources and social
service agencies for specific issues

Use of clinical and social services in the community

Adapted from Dahlin [2015] and Quill [2013].

with the critical decision-making points to manage and
treat these conditions from diagnosis to end-of-life care,
based on best available evidence. APRNSs are in a prime
position to deliver collaborative interdisciplinary palliative
care for patients with serious illness and move palliative
care upstream to caring for populations across the lifespan
and across the health care continuum. This includes acute
issues such as trauma or sudden illnesses such as stroke or
myocardial infarctions. It also includes chronic issues such
as congenital issues, as well as diseases related to neurology,
cardiology, nephrology, hepatology, pulmonology,
dementias, oncology, hematology, gynecology, and
gastroenterology; in truth, all health conditions. Thus,
APRNs not only lead clinical teams, they create and
establish policies, procedures, and processes for quality

delivery (2).

Education

Clare is a geriatric NP at a geriatric clinic who rounds at
the adult day care center and provides wellness visits at
the senior center. She has many students she precepts in
educating them about the care of older adults with serious
illness. Clare provides ELNEC training to all the nurses
in the clinic as part of orientation. She holds information
sessions at the senior center on advance care planning and
assists people to complete the appropriate documents and
get them to family and health providers. Clare also holds
information session on choosing the right home services
where she discusses hospice and palliative care.

Education is often the second common area of leadership.
As the most trusted health professional for the 15" year in a
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row, the public turns to nurses (both APRNs and RNs) for
unbiased information (40). With their preparation in patient
and family education, APRNs are positioned to create and
lead palliative care education for consumers, peers and
colleagues. APRNs can lead education in terms of clinical
practice to other nurses, mentor and coach other nurses in
primary and specialty palliative care (Table 3).

In a primary palliative role, the APRN promotes various
palliative care skills (41,42). In order to promote patient-
centered care, the APRN must educate others about hospice
and palliative care services, eligibility, and how to access
these services in his or her setting and community.

In the specialist palliative role, the APRN provides
comprehensive pain and symptom management in
all diseases, using complex decision-making to apply
sophisticated regimens, while educating other colleagues
on fundamental principles (41,42). In addition, the APRN
fosters communication skills to explore quality of life,
assure informed decision-making, discuss goals of care,
conduct and lead family meetings, provide psychosocial and
emotional support to patients and family, and to be present
on the difficult journey of serious illness to end of life. This
includes attention to cultural and spiritual dimensions of
care as specified by the patient and family.

Lastly, the specialist palliative APRN must educate other
colleagues and disciplines in how to develop an organized
care plan in preparation for a patient’s dying in terms of
setting, proactive pain and symptom management, and
education for the patient, family and staff about the dying
process.

This education may occur through the use of the End of
Life Nursing Education Consortium (ELNEC) Curriculum
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which has been promoted as essential to all nursing
practice (31), but also appropriate to education to other
disciplines. A plethora of education tools, resources, and
curricula are listed in the Appendix of the ANA and HPNA
Call To Action. Three particularly helpful resources include:
Multidisciplinary Care in the ICU, ConsultGeri, and
Comfort Communication (31).

Policy/advocacy

Marron is an oncology CNS in a cancer center. She has
been asked to work on payment for palliative care in the
oncology setting. She has interviewed the insurers in her
area to ensure they are aware of palliative care and its
difference from hospice care. Marron is working with payers
on metrics for cancer patients according to the American
Society of Clinical Oncology (ASCO) standards for quality
palliative care and pay for performance measures within
the cancer setting. She is also working with the insurance
companies on using only palliative care programs that are
certified or have at least 1 certified palliative care clinician
on staff. This can be a nurse, social worker, physician,
chaplain, or administrator.

Policy and advocacy is an area where more nursing
leadership is necessary, because less emphasis and
development has been dedicated to this area. To lead in policy
and advocacy, the APRN must fully engage with the issues.
This will necessitate education about health care, health
policy, pertinent health regulations and legislation. It includes
how to address professional nursing issues, advanced practice
registered nursing issues as well as advanced practice provider
issues. To be successful, APRNs must position themselves as
participants on national, regional, local, and organizational
committees, workgroups, and coalitions to offer the nursing
perspective and the advanced practice provider perspective.
It also means developing organizational and collaborative
skills to build coalitions and promote APRN full scope of
practice to remove barriers to quality palliative nursing
within organizations, federal and commercial insurers, as well
as regulatory and legislative bodies. Current issues include
APRN reimbursement and consistent APRN practice across
the states and territories (31). However, it also includes
working on outcomes that promote new models of care
delivery, especially in the community such as home, clinic/
office (particularly federally qualified clinics), long-term care
settings, residential settings, group homes, shelters where the
literature has revealed that APRNs serve more underserved
populations (43).
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Research

Alex is a psychiatric NP who is part of a school of nursing
and an academic medical center. He is working with the
school of nursing on a palliative care research agenda. He
teaches two courses on research methods and uses palliative
care studies as examples. In his role as nurse scientist for
the academic medical center, Alex is working with the floor
nurses on grief and bereavement indicators because that is
an identified area of lack of knowledge. He is helping them
create a quality improvement process for identifying grief
and depression. He also precepts on a homeless team to
assist with promoting a dignified death for that population.
As stated in the Palliative Nursing Scope and Standards,
palliative nursing principles are part of every nurse’s
practice. Moreover, evidence-based practice in palliative
care has matured and evolved over the years. The APRN
leader in research focuses on creating new research based
on the National Consensus Project for Qualify Palliative
Care Clinical Practice Guidelines, the priorities of Measuring
What Matters, the National Quality Forums measures for
palliative care and other palliative care metrics (44-47). This
offers a dual focus in knowledge in palliative nursing and
palliative care. Specific workforce issues include the extent of
palliative care in undergraduate nursing education, palliative
care content the graduate level, and workforce demographics.
It should be noted that is no information on the number
of APRNs who are practicing specialty palliative care on
a national level. Capturing this data is difficult because
palliative care is not a primary certification for APRNs, nor
part of licensure. In addition, many APRNSs do not recognize
the elements of palliative care within their specialty practice
such as in adult and pediatric critical care, specialty clinics, or
alternative settings where serious illness is common.

Administration/management

Jackie is an adult NP who has worked at her health system for
10 years. It includes a hospice, a home health agency, an adult
day care center, and a hospital. She has been asked to create a
palliative care program that would cross all settings to assure
all patients with serious illness have their needs addressed.
Jackie looks for resources on program development and
APRN leader role models. She seeks to understand the scope
of practice around her role as administrator and clinician.
Administration and management is often the obvious domain
APRNSs consider when thinking about leadership. However,
content about program development and business principles is
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ANA Leadership Institute Competency Model

https://www.nursingworld.org/~48d553/globalassets/docs/ce/leadershipinstitute_competency_model_brochure.pdf

Campaign for Action: Promoting Nursing Leadership Tool Kit
http://campaignforaction.org/resources/#p=1

HPNA Leadership Intensive
http://advancingexpertcare.org

Duke Leadership Program

http://www.fuqua.duke.edu/programs/other_programs/executive-education/programs/duke-leadership/

Wisconsin Center for Nursing- A Leadership Toolkit: Leadership Resources for Nurses

https://campaignforaction.org/wp-content/uploads/2015/08/Leadership-Toolkit-WI.pdf

not an emphasis in graduate nursing education resulting in few
APRN s with experience with program leadership. Palliative care
program or initiative development includes business planning,
financing, implementation, with effective use of resources. It
also includes understanding the various models of palliative care,
new and old, with attention to novel nurse-led models (31).
Previously, there was an emphasis on palliative care program
development within hospital-based teams in the academic
setting. More emphasis is now being focused on palliative care
in community or rural hospitals; clinics attached to hospital
teams; specialty disease clinics; or home-based models. New
models include: (I) working with accountable care organizations,
patient medical homes, and medical groups; (II) palliative APRN
consultation models; (IIT) palliative APRN care coordination;
(IV) APRN led long-term care models; and (V) palliative APRN
private practices. Understanding business principles allows the
APRN leader to explore and implement new models to promote
care in the community to keep patients in the setting where they
desire. However, other skills include effective leadership skills
within a team as well as fostering and promoting leadership of
other nurses and other team members.

Leadership development

Currently, there are not many educational resources for
nursing leadership development outside of administration.
Many internal courses for nursing leadership focus
primarily on management rather than leadership. There
are graduate programs for nurse executive leadership and
management programs for running units. There are a few
nursing organizations with leadership resources (Zable 4).
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Within the larger concept of administrative leadership,
The National Hospice and Palliative Care Organization
(NHPCO) conducts a leadership and management
conference with an administrator focus (47). The Center
to Advance Palliative Care (CAPC) promotes program
development and leadership skills to grow a program within
their Palliative Care Leadership Centers (48).

Conclusions

APRN are in a prime position to lead and transform health care
delivery for those with serious illnesses. Now more than ever, with
a national shortage of palliative care clinicians, palliative APRNs
must be given the opportunity to take on leadership roles. APRN
leaders are essential for palliative care development and are
needed in all areas of palliative care—clinical practice, education,
policy/advocacy, research, and administration. To be effective,
APRN leaders must consider their area of leadership and utilize
the available broad palliative care and leadership resources. In this
way, APRNs will participate in the evolution the field of palliative
care to meet the needs of patients with serious illness and their
families while promoting access to quality palliative care.
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