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Hospice and palliative nursing occurs in most practice settings, at all stages of serious
illness, for persons of all ages. The Hospice and Palliative Nurses Association (HPNA) is the
professional organization for all nurses interested or engaged in hospice or palliative care. In
2009, HPNA developed a program of tri-annual research agendas to: 1) provide focus for
graduate students and researchers, 2) guide organizational research funding, and 3) illustrate to
other stakeholders the importance of specific research foci. An agenda, at its simplest, is a list
of things that will be considered or done; but at its best, an agenda is a means to change the
future.1 This agenda seeks to provide research direction for palliative nursing research over the
next three years by highlighting gaps in knowledge identified by our members as barriers to
delivering quality palliative nursing care and outlining new processes to assist palliative nurses
improve patient and family experiences through the generation of new knowledge or the
translation of research into clinical practice. The agenda also begins to outline a procedure for
HPNA development and endorsement of clinical practice guidelines. The resulting document
has been developed for all HPNA members regardless of role; clinical, academic, or research.
The Clinical Practice Guidelines for Quality Palliative Care, released by the National
Consensus Project for Quality Care (NCP) 2, provide the conceptual framework for this agenda
and describe essential elements of high-quality palliative care services within eight specific
domains. These domains are: structures and processes of care, physical aspects of care,
psychological and psychiatric aspects of care, social aspects of care, spiritual, religious, and
existential aspects of care, cultural aspects of care, care of the patient at end of life, and ethical
and legal aspects of care. To prepare this agenda, the HPNA Research Advisory Council
surveyed HPNA members to determine which of the eight NCP domains presented the most
pressing gaps in knowledge and deserved priority consideration. While all research in palliative

care is important to patients and families, data from HPNA members identified specific areas
needed to move the science of palliative nursing forward and on which to focus the
organization’s research efforts. Based upon the 2014 member survey, the priority domains for
this HPNA Research agenda repeat two of the domains highlighted by the 2012-2015 HPNA
Research agenda: 1) structure and processes of care and 2) physical aspects of care. The third
component of this agenda, also member driven, will focus on the process of research translation
in palliative nursing.
Structure and processes of palliative nursing care affect patient and family outcomes,
although many links remain understudied. The Affordable Care Act and other policy changes
have created an environment of rapidly evolving models of health care. As palliative nursing
responds to these rapid changes, research must be directed to discerning the fixed components of
the care environment from the aspects that can be modified to achieve better patient and family
outcomes. In particular, the issue of new and innovative delivery systems and the infrastructure
needed to maintain them needs further exploration. This area of study supports multiple methods
of inquiry and can generate policy implications to move the field forward.
Building on the work of the previous two HPNA Research agendas (2009-2012; 20122015), the emphasis within the domain of physical aspects of care in this agenda (2015-2018)
remains on the three understudied symptoms of dyspnea, fatigue, and constipation. However, in
this cycle, the agenda addresses issues of family management of symptoms among persons
experiencing serious illness as well as the need for patient and family-centered interventions.
Common to all three symptoms is the need for: assessment tools adequate for the population;
evidence based interventions for effective symptom management; examination of roles of family
caregivers in symptom management; and population-specific understanding of mechanisms of

symptoms (for example, in older adults, cancer patients, children, neonates).
Finally, this research agenda highlights the importance of research translation. It outlines
plans for a process by which HPNA will work with its members to ensure the systematic
evaluation of evidence supporting existing practice guidelines and to identify areas where
substantial evidence is currently available but evidence-based protocols have not yet been
developed or implemented. The long term goal will be a mechanism for expert evaluation and
HPNA endorsement of palliative nursing guidelines and protocols.

STRUCTURE AND PROCESSES OF CARE

Within the NCP Guidelines, the Structure and Processes of Care domain addresses the
core components of palliative care practice: interdisciplinary composition, engagement and
collaboration, volunteer involvement, education and training of team members, the quality
improvement process, staff support, and appropriateness of the care setting.2 The breadth of
topics included within this domain go beyond the traditional interpretation of the term “structure
and process of care” and include all aspects of health services research. In 2000, the Academy
for Health Services Research and Health Policy defined health services research as the
multidisciplinary field of scientific investigation that studies how social factors, financing
systems, structures and processes, health technologies, and personal behaviors affect access to
healthcare, the quality and cost of healthcare, and ultimately our health and well-being. Units of
analyses include individuals, families, organizations, institutions, communities, and populations.
Multiple theoretical and conceptual frameworks (e.g. contingency, learning, network,
institutional, economic and population ecology theories) are appropriate, along with the
structure-process-outcome framework. While recognizing the complexity of palliative nursing
care, we offer a set of priorities within this domain that highlight the need for research related to
health care technology, delivery systems, team work and nurse work environment.
Priority: Research is needed to understand effective data systems and technology
infrastructure in hospice and palliative care organizations.
The proliferation of electronic health records (EHR) has presented enormous
opportunities to examine the influence of both the structures and processes of palliative care with
established metrics such as those identified by the National Quality Forum2, the ASSIST and
ACOVE projects3, 4, and the Measuring What Matters Project.5 Nurses, with their knowledge of

care processes, are well situated to lead research teams using EHR data or to serve as consultants
or team members on these research teams. Moreover, nurses are acutely aware of issues faced
by patients and families dealing with serious illness and thus are in a pivotal position to examine
the use of EHRs to improve late life experiences. In addition, nurses are the largest consumers of
EHRs information (for entering, accessing, planning and evaluating patient level data) and thus
are uniquely positioned to guide the development of informatics tools to improve patient and
family outcomes. Potential research topics include: how EHRs influence the provision of
palliative nursing; and how we leverage the information being collected to improve patient and
family outcomes.
Priority: Research is needed on the types of new and innovative delivery systems in hospice
and palliative care.
While specific models of care such as the patient centered medical home or accountable
care organizations were developed to improve particular outcomes, little is known about how
these models influence palliative care metrics, or how palliative care is best integrated
throughout diverse models of care, or across various settings (e.g., acute and non-acute, rural and
urban). Through interagency collaboration, individuals from different organizations frequently
provide care through joint efforts, resources, and decision making that results in shared
ownership of the final service provided. This collaboration ranges from co-operation among
direct care providers, such as care coordinators, nurses, patients, and family members, to
collaborative relationships between policy-makers and administrators charged with the
responsibilities of addressing organizational mandates, financing, and management. Nurses, by
virtue of being present in all aspects of care across the care continuum, are in an ideal position to
examine the effects of palliative care on models of care across the care continuum. Potential

research topics include: how hospice and palliative care is integrated across care settings (e.g.,
inpatient, medical home, concurrent care); how hospice and palliative care is integrated across
populations (e.g., vulnerable populations such as patients who are homeless, or with both a
psychiatric illness and a life limiting physical illness, or low socioeconomic status); what types
of governance structures for interagency collaboration are associated with the best outcomes;
what governance structures best leverage limited resources.
Priority: Research is needed to explore the effects of the hospice and palliative structural
environment on patient, family and organizational outcomes.
With increasing attention on allocating resources to programs that support patient and
family centered outcomes, palliative nursing presents an unequalled opportunity to improve
quality care concurrently with improving costs. Much has been written on the importance of
specific structures suggested to support palliative care quality (knowledgeable, well trained
providers, diverse interdisciplinary team (IDT) members, appropriately trained volunteers, etc.).614

Yet more knowledge is needed to determine the optimal IDT team composition, the effect of

palliative nursing certification on patient/family outcomes, and which volunteer educational
programs are associated with the best outcomes. Potential research topics include: the impact of
the structure of IDTs on palliative care metrics: the optimum structure of an IDT; characteristics
needed to meet “right person” qualification; how current hospice and palliative care team
members can enhance their skills and communication to ensure successful IDT membership;
how hospice and palliative care teams within the IDT are defined and perceived, across different
settings, or within the continuum of care; whether the structure of the team influences the care
processes or outcomes (or both); how that influence is mediated; what models of empowerment
can be utilized to demonstrate success for an individual and IDT member; and the influence of

type or number of nurse certifications, at different levels of certification, on quality of care.
Other potential structural environment topics could include expansion or restriction of hospice
eligibility or the expansion of palliative care into outpatient and primary care settings.

PHYSICAL ASPECTS OF CARE

Within the NCP Guidelines, the Physical Aspects of Care domain addresses the core
components of palliative care such as the assessment of physical symptoms using standardized
scales and the timely treatment of symptoms using multidimensional interventions.2 Since the
initial agenda, the body of work related to the etiology and management of dyspnea, fatigue, and
constipation has expanded markedly. After highlighting the importance of physical symptoms
through two cycles of agendas, the current agenda focuses on the significant deficits in evidence
concerning roles of family caregivers in symptom management, the need for adequate
assessment, evidence based intervention for effective symptom management, and the need for
population specific understanding of physical issues particularly in the pediatric and neonatal
populations.
Dyspnea
Since publication of the 2012-2015 HPNA Research Agenda, investigators have made
advancements in understanding dyspnea prevalence, assessment and treatment. Studies are now
beginning to address the multiple dimensions of dyspnea: its prevalence, intensity and the
distress associated with the experience.15 The limitations of symptom assessment via patient
self-report have been validated, showing that as many as 30% of patients cannot directly provide
information about their dyspnea.15 And although the trajectory of dyspnea intensity and its
sequelae varies between lung cancer patients and patients with COPD, palliative care needs have
found to be comparable.16
Priority: Research is needed on family management of dyspnea
Families become the primary caregivers of patients at home. As the patient’s

functionality wanes family caregivers responsibilities increase, with little or no formal
preparation.17 Patient and family outcomes are dependent on the quality of family caregivers’
ability to accurately assess the patient and provide the relevant interventions. Dyspnea is
particularly difficult for family caregivers’ to manage as evidenced by the report that home
hospice patients with heart or lung diseases were more likely to have an acute hospital admission
and a non-preferred site of death than patients with other diagnoses.18 Little is known about
what factors influence caregiving in dyspnea or what preparation these caregivers receive and to
what extent family management interventions are needed.
Priority: Research is needed on dyspnea in patients unable to self-report
A consensus among international experts in advanced disease was reached for a
definition, categorization, and terminology for episodic breathlessness.19 Yet, the prevalence of
respiratory distress in patients unable to self-report, such as typifies patients near death or those
with cognitive impairment, remains unknown. The numeric rating scale remains the most highly
recommended means of assessing dyspnea among patients with advanced disease.20 The
Respiratory Distress Observation Scale (RDOS)21 is still the only instrument for use in
evaluating distress when the patient is unable to self-report dyspnea. Campbell et al. recently
established RDOS ≥3 as the cut-point for distinguishing little to no respiratory distress from
any.22 Now that there is a means to measure dyspnea in this population rigorous clinical trials
need to be designed.
Priority: Research is needed on interventions in dyspnea
First, there is a need for assessment tools and evaluation criteria that appropriately and
accurately detect meaningful improvement in dyspnea for the palliative care patient population.

Clinically important differences in dyspnea were identified in retrospective analysis from 213
datasets with a change of 10mm (0-100mm visual analog scale) identified as important for
clinical practice and trial design.23 Second, research is need in commonly used treatments such as
oxygen, opioids, and mechanical ventilation. Recent research has shown that oxygen use was
not supported for patients with refractory dyspnea whose PaO2 is >55 mm Hg,24 whereas a handheld fan directed at the face does reduce dyspnea.25 Oxygen use is also not supported for patients
who are near death and displaying no respiratory distress behaviors.26
Opioids, specifically immediate release and oral or parenteral formulations of morphine
and fentanyl, continue to be the only known medication to relieve dyspnea at the end of life. Oral
transmucosal fentanyl was not effective in a clinical trial of exertional dyspnea in advanced lung
cancer.27 There continues to be a lack of evidence to support inhaled fentanyl to relieve
dyspnea.28, 29 Powered, randomized controlled or crossover trials for inhaled fentanyl are
indicated to generate evidence based interventions to relieve symptoms at the end of life.
Promising results, however, are forthcoming regarding sustained release morphine.30 Gaps
continue with regard to initial dosing, frequency of dosing, and optimal titration schedules for
morphine or fentanyl.
Non-invasive ventilation (NIV) has a role for treating respiratory failure or end-of-life
dyspnea which warrants study. Patient discomfort from the mask is a predicted limitation for
NIV as a palliative option for dyspnea. Nava et al. conducted a randomized feasibility trial of
NIV vs. oxygen in 234 patients with solid tumors and acute respiratory failure.31 NIV was more
effective than oxygen in reducing dyspnea and decreasing the doses of morphine needed.31
Hypercarbic patients, as expected, had greater benefit than those with normal carbon dioxide.
NIV was discontinued due to discomfort in 11% of patients.31 Ventilator withdrawal entails the

cessation of mechanical ventilation to allow a natural death. However, there is little empirical
evidence to guide the conduct of this common procedure.
Fatigue
Most of the content related to fatigue discussed in the previous agenda remains relevant.
Fatigue continues to be reported as the most common, debilitating symptom experienced by
palliative care patients. Fatigue can present from the time of diagnosis throughout the trajectory
of treatment and beyond into survivorship and finally at the end of life.32-36 It is characterized by
individual variability in clinical expression, determinants and sequelae.34 It is also a potentially
modifiable symptom if caused by underlying physiological or psychological abnormalities such
as in electrolyte imbalances, thyroid function or blood dyscrasias, mood states such as
depression, or results from infection and dehydration.35 Given the prevalence, effect on quality of
life, and potential to ameliorate fatigue, research is needed in specific areas such as the role of
the informal caregiver in managing fatigue, the role and mechanism in fatigue in older adults,
and elucidating the mechanisms of fatigue in specific diseases such as cancer.
Priority: Research is needed to determine the role of informal caregivers in managing
fatigue.
In palliative care informal caregivers, while considered a co-recipient of care, also serve
as co-providers of care. As in other symptoms the day to day management of fatigue falls upon
the individual and their families. Yet very little is known about the role of the caregiver in
managing fatigue. A recent search using the terms fatigue, symptom management, family,
caregiver found no studies where the engagement in or impact of informal caregivers on patient
fatigue was studied. Preliminary descriptive work is needed to first understand the role of
informal caregivers in managing fatigue. Subsequent studies related to identifying predictors,

modifiers, and mediators of successful management of fatigue are then needed. When the
caregivers’ role has been carefully delineated then interventions that support and activate
caregivers are needed.
Priority: Research is needed in the role and mechanisms of fatigue in aging populations.
In 2012 the Geriatrics – Hospice and Palliative Medicine Work Group of the American
Geriatrics Society and the Palliative Medicine Leadership Collaboration released a landmark
report that described interdisciplinary research, care coordination, and the patient and family as a
unit of care as core principles shared by both specialties.37 As our population continues to age
the importance of multiple chronic conditions associated with fatigue has garnered increased
attention. A recent integrative review found the one or more comorbidities were significantly
associated with the prevalence and severity of cancer-related fatigue.38 The major comorbidities
associated with increased fatigue were arthritis, hypertension and cardiac disease. The authors of
the review recommend more research exploring the associations between MCCs and cancerrelated fatigue so that tailored interventions can be developed to manage patients’ symptoms and
improve their quality of life.
Gaps in the science of geriatric-palliative care related to fatigue include the following:
lack of an understanding between “aging physiology and symptom perception which is critical to
inform effective symptom assessment and treatment”.39 Additional gaps include the need to
validate measurement tools for fatigue in older adults with serious illness. Although the Patient
Outcomes Measurement Information System (PROMIS) toolset is comprehensive and
standardized it has not been validated in older adults with multiple chronic conditions.39 Finally,
there is scant evidence to guide both the pharmacological and non-pharmacological treatment of
fatigue in these older adults.39

Priority: Research is needed into cancer related fatigue.
Since the publication of the previous research agenda, researchers have continued
exploring the molecular mechanisms of cancer-related fatigue including the role of the immune
system and inflammation.40 Individual variability in fatigue and sleep disturbances in cancer
patients and their caregivers related to genetic variation has been the focus of several research
teams.41, 42 Exercise is the evidence-based intervention most frequently recommended to resolve
cancer related fatigue.(CRF).43 Having reported on the state of the science related to cancerrelated fatigue Mitchell34 (p. 364) concluded that:
“Rigorously designed and adequately powered randomized trials are warranted to (1)
determine the effectiveness of promising approaches and (2) identify the interventions
that are most effective in treating CRF in specific subpopulations (e.g., stem cell
transplant recipients, older adults, patients with lung or colorectal cancers, survivors, and
those at the end of life). Studies to elucidate the biologic expression profiles of CRF, to
explicate the mechanisms through which particular interventions impact CRF, and to
identify the mediators and moderators of fatigue outcomes will ultimately permit
individually tailored approaches for the treatment of CRF. “
Constipation
As noted in the 2012-2015 research agenda, the science of constipation remains
underdeveloped despite the prevalence of constipation among palliative care patients which
ranges from 30-90%.44 In palliative care, constipation is generally a side effect of opioid use and
referred to as opioid-induced constipation (OIC). OIC affects 15-90% of patients using opioid
medications, with a higher burden noted in patients with cancer and advanced disease.45 Further
common factors that impact constipation in palliative care include the use of anti-cholinergic

medications to manage oral secretions or anxiety.44
Priority: Research is needed to determine the role of informal caregivers in managing
constipation.
There is a vast gap in the literature related to family caregivers of patients with
constipation, the impact of constipation on the informal caregiving experience, and the ways in
which informal caregivers participate in care planning and treatment of constipation. In
reviewing the literature, we found one study that focused on informal caregivers’ response to
patient constipation (and this was specific to OIC).46 Other articles that include caregivers are
frequently devoted to caregiver-patient congruence in symptom report,47 the impact of general
patient symptoms to caregiver distress48 or caregiver contribution to pain management.49 What is
known is that 25% of caregivers in one national study reported that constipation was the greatest
threat to patient quality of life.46 Concerns around constipation led 43% of caregivers to reduce,
stop or switch opioids and 88% felt that pain management would be easier if constipation were
better controlled.46 Caregivers reported that patient constipation not only impacted patient quality
of life, but also impacted their own – many caregivers reduced their time spent at work or with
friends due to assisting the patient with OIC.46 In examining predictors of caregiver distress,
Hirdes and colleagues found that gastrointestinal problems, including constipation and fecal
impaction, increased the risk of caregiver distress.48
There have been conflicting data on the congruence of caregivers’ and patients’ symptom
reports. Investigators have found that caregivers are either congruent with or over-report patient
symptoms when compared to patient reports. Caregivers participate in decisions surrounding
pain management with opioids and decisions regarding constipation management by reporting
pain and constipation to providers, and by either altering dosages themselves or encouraging the

patient to alter/stop/switch opioids.46, 49 There is a major gap in the literature around what
instruction informal caregivers receive on managing constipation, particularly OIC. We do not
yet know how best to provide such teaching, what other supports caregivers may require when it
comes to managing constipation or in fact, what education we should be providing.
Priority: Research is needed to standardize the definition, measurement and management
of constipation in palliative care.
The effect of OIC goes beyond its actual occurrence, as patients and caregivers have been
documented to alter opioid use due to fear of OIC.46 While gastroenterologists have a clear
definition of functional constipation, the definition and measurement of functional constipation
and OIC varies in palliative care.45 Due to this variation comparison of treatment efficacy can be
difficult to conduct.
Priority: Research, particularly randomized control trials, is needed to evaluate commonly
used pharmacological therapies vs. non-pharmacological therapies.
There are three major modalities of treatment for constipation: pharmacological,
behavioral and complementary/alternative medicine. Sennosides and docusate have long been a
mainstay of pharmacological treatment for constipation. But several randomized control trials
demonstrated that adding docusate in addition to either sennosides or placebo yields no
appreciable benefit.50, 51 The use of oral petroleum jelly (or “Vaseline balls”) is another widespread practice with no evidence to support it (although no evidence to contradict it).52
However, a 2013 systematic review and meta-analysis of pharmacological therapies for OIC
concluded that μ-Opioid receptor antagonists (methylnaltrexone, naloxone and alvimopan) are
safe and effective for the treatment of OIC.53

Behavioral management approaches such as bowel training and digital rectal stimulation
have been found to yield moderate improvement in adult patients post-stroke, but there is no
palliative or hospice literature to support its use, particularly in the patient with progressive
disease.54 CAM approaches to constipation, such as acupuncture, abdominal massage and
moxibustion, have been studied extensively.55, 56 A systematic review of acupuncture use noted
that acupuncture yielded the same or better results as traditional medical therapy, while the
efficacy of moxibustion is still in question.55, 56 However, it should be noted that the majority of
the studies on these CAM practices were conducted outside the US, particularly in China and
South Korea and it is unknown whether the effects would be the same in different populations.55
Abdominal massage, on the other hand, has been more extensively studied in multiple
populations and has been found to be effective in the treatment of constipation.57-60

RESEARCH TRANSLATION
Results from the Research Council’s 2014 survey of HPNA members suggest that
clinicians recognize the need to translate research evidence into practice, but continue to see
slow progress in moving this evidence to the bedside. Examples of specific pressing gaps noted
by members include: 1) theoretically guided interventions for symptom management; 2)
consistent evidence based practice; 3) a stronger evidence base for symptom management. Much
of the evidence exists yet member-perceived gaps remain. This highlights the need for a more
systematic translation of evidence into clinical practice. However, this translation requires that
clinicians have access to high quality, appropriate evidence presented in a manner that aids in
clinical decision-making. Since some available evidence is not currently applied to bedside
practice, such as the continued use of docusate for OIC, this agenda both addresses potential
barriers to implementation and makes a recommendation that HPNA develop a member-driven
process to create a web-based resource for clinical practice guidelines.
Implementation Science
Implementation science is defined by the National Institutes of Health as: “the study of
methods to promote the integration of research findings and evidence into healthcare policy and
practice. It seeks to understand the behavior of healthcare professionals and other stakeholders as
a key variable in the sustainable uptake, adoption and implementation of evidence-based
interventions”.61 Within nursing, the content of educational programs leading to a Doctorate of
Nursing Practice (DNP) is designed to provide nurses with the skills in evidence-based practice,
quality improvement and systems thinking to enable them to provide leadership in improving
care through research implementation.62

Priority: Research is needed to better understand the structural, environmental, and
workforce factors that influence the implementation of evidence-based practice.
There is a high level of complexity in developing the palliative care science because it is
provided across settings. What might be appropriate care in one setting, such as an acute care
hospital, may not be appropriate in another such as nursing home, outpatient clinic, or home
hospice. Therefore, in order to move the field forward, and to assist palliative care leaders at
institutions and nationwide to implement evidence based practice, more research needs to be
performed examining how organizational factors influence whether palliative care practice
guidelines are implemented in real world organizations, rather than in controlled scientific
experiments.
Priority: Research is needed regarding costs and organizational needs for creating and
maintaining a strong culture of evidence-based practice.
Research is needed to determine the costs and organizational resources needed to
maintain evidence-based palliative nursing practice over the long term. Given the organizational
culture, research should include how to effectively engage organizational leaders at both the
bedside and management levels, how to be flexible with implementing a clinical guideline
without changing the intervention itself, and finally, how to evaluate the effectiveness and
adoption of the intervention. One example of how this can be performed is given by Demiris et
al, where they provide a basic background on implementation science in hospice and palliative
care, and then provide two case studies from their own work of how they implemented and
evaluated their intervention using the RE-AIM framework.63 64

Disseminating Existing Clinical Practice Guidelines
Priority: Create a Clinical Practice Guideline task force to review existing clinical
guidelines for applicability to palliative nursing and make these guidelines available to
members via a web-based resource.
The starting place for finding clinical guidelines is the National Guideline Clearinghouse
at www.guideline.gov. National Guideline Clearinghouse (NGC) is an initiative of the Agency
for Healthcare Research and Quality which provides detailed information about clinical practice
guidelines that can be used for dissemination and clinical practice. The guidelines on this site
include both “macro-guidelines” which provide conditions under which high quality care can be
provided and key elements necessary for quality care and “micro-guidelines” which provide
recommendations for best practice in assessment and clinical intervention. While the macroguidelines are broad in nature and do not provide specific guidance on assessment, or
recommended interventions for specific clinical situations, they do outline desired results for the
profession. Many of these are macro-guidelines such as the clinical guidelines produced by the
National Consensus Project for Quality Palliative Care. A search of this site revealed 274
guidelines when using the term “palliative care”.
Micro-guidelines can be found through other sources including literature databases such
as PubMed and Cumulative Index of Nursing and Allied Health (CINAHL) and through other
professional organizations. The Oncology Nursing Society, through their Putting Evidence into
Practice (PEP) initiative, have produced evidence-based clinical guidelines with clear
recommendations that are easily accessible to clinicians and which are appropriate for both
registered nurses (RNs) and advanced practice nurses (APNs). The ONS PEP guidelines cover
20 topics, most of which are important in palliative care and are openly available at

http://www2.ons.org/Research/PEP/Topics . The guidelines, on topics including anxiety,
caregiver strain, dyspnea, fatigue, and pain are strongly evidence-based and the site provides
links to the evidence. 65
Other professional organizations have published guidelines that are appropriate for
palliative nurses including the Registered Nurse Association of Ontario 66 and the American
College of Critical Care Medicine. 67 These cover topics ranging from supporting families of
intensive care patients to nursing care in the last days and hours of life. The recommendations
cover decision making, nursing assessment, symptom management, models of care delivery
including family conferences, nursing education, communicating prognosis and grief and
bereavement. There are many other examples available in the literature from the US and around
the world. Some of these guidelines are appropriate for all nurses, while others are more focused
on the APN role. It is recommended that a HPNA Clinical Practice Guideline Project task force
be convened to review all of these resources to identify those guidelines applicable to palliative
nursing. A web portal for dissemination should be developed subsequent to the identification of
applicable guidelines.
Priority: Identify and publicize the gaps where published guidelines currently do not exist
to support palliative nursing practice
Despite the numerous published guidelines, a number of gaps are evident. In most cases
the gaps are related to limitations in the research base on a topic. For example, there are few
guidelines that address specific assessments and appropriate interventions for cultural aspects of
nursing care. While there are a number of guidelines that include evidence-based
recommendations for assessment and management of common symptoms, there is a dearth of
guidelines that address signs and symptoms that only appear in the last hours or days of death

such as terminal delirium or audible secretions. These signs and symptoms are frequently the
ones for which palliative nurses are most in need of evidence-based recommendations. Other
topics that would benefit from nursing guideline development include communication with the
family, especially to prepare them for caregiving and the experience of death. Finally, and most
notably, there is a lack of evidence-based guidelines related to the structure and process of
nursing care including practices that have been confirmed by research such as consistency in
providers. Structure and process guidelines are also lacking for particular aspects of care in
various settings like on-call practices for hospice nurses and consultation teams in palliative care.
One potential resource to support the development of evidence based guidelines for
quality palliative care is to tap into DNP programs. These are experiencing a period of
exponential growth – 241 programs currently exist in 49 states.68 Nurses seeking this degree are
generally required to engage in a capstone project that demonstrates advanced skills in leadership
and practice. These students provide human capital that can aid in the creation of clinical
practice guidelines for areas where research evidence is beginning to accumulate but where
guidelines do not currently exist. It is recommended that HPNA include plans to disseminate the
results of the gap analysis of the Clinical Practice Guideline project to schools of nursing with
DNP programs.

Summary
The 2015-2018 HPNA Agenda provides research direction for palliative nursing for the
next three years. We have highlighted gaps in knowledge identified by our members which
serve as barriers to quality palliative nursing care. In addition, we have outlined new processes
to assist palliative nurses improve patient and family experiences through the generation of new
knowledge and the translation of research into clinical practice. Furthermore, this agenda has
delineated a procedure for HPNA stimulation and endorsement of clinical practice guidelines.
This agenda joins the previous agendas in calling for well-designed studies to provide the
necessary evidence-based foundation for optimal care of patients and families along the full
trajectory of serious illness.
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