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Introduction 

The Hospice and Palliative Nurses Association (HPNA) engaged with the Institute for Healthcare 

Improvement (IHI) to support the design and facilitation of the Palliative Nursing Summit that 

was held May 12, 2017. The goal of the meeting was to convene key leaders from various nursing 

specialty organizations to develop a collaborative nursing agenda around the following areas of 

practice as they relate to primary palliative nursing: 

 

• Communication skills, especially related to advance care planning and treatment decisions; 

• Coordination/transitions of care; 

• Pain and symptom management. 

 

IHI was contracted to support the goal through pre-meeting support in the development of the 

meeting agenda, objectives, and methods to meet the goals; during the meeting in the form of 

facilitation and real-time adaptation; and after the meeting through a synthesis and 

recommendations.  

 

In the next few sections, we provide a synthesis and recommendations on both the process and 

content of the meeting. We hope this synthesis and recommendations will support HPNA to 

move the current work forward and plan for future meetings. We have also provided 

comprehensive appendices so that all the relevant information is available in one place. 

 

 

Meeting Process 

Synthesis 
 

The meeting was designed to deliver on the following objectives: 

 

• Identify the current state of primary palliative nursing 

• Identify the greatest opportunities to advance communication and advance care 

planning, coordination/transitions of care, and pain and symptom management as it 

relates to primary palliative nursing 

 

The meeting structure was designed to meet all aspects of the Interaction Institute for Social’s 

Change model that states there are three aspects of success (defined for the meeting below): 

 

• Results: Achieve the agreed-upon meeting objectives 

• Relationships: Build relationships between participants and between participants 

and the broader HPNA organization 

• Process: Develop an inclusive, participatory, and efficient method to meet the 

objectives 

 

http://interactioninstitute.org/means-and-ends/
http://interactioninstitute.org/means-and-ends/
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The meeting was designed to provide maximum interaction and allow participants to move 

through the process of generating ideas to narrowing the range of ideas to the vital few to closing 

in on a handful of ideas in both a small and large group. IHI worked closely with HPNA and the 

Summit Steering Committee on all aspects of the design and produced the following tools and 

materials in support of achieving success: 

 

• Working agenda (See Appendix A) 

• Facilitator’s guide (See Appendix B) 

• End-of-event evaluation (See Appendix C for template) 

 

In addition, participants had the opportunity to provide feedback through an end-of-event 

evaluation. Twenty-nine participants completed the survey (see Appendix D for full response). 

IHI facilitators also shared their thoughts and ideas based on conversations with HPNA 

facilitators and staff. In general, the evaluations and feedback were very positive with 86% of 

attendees strongly agreeing and 14% agreeing that it was an outstanding event and 83% strongly 

agreeing and 17% agreeing that the work done at the Summit contributed to creating a shared 

nursing agenda for primary palliative nursing. 

 

In general, the feedback from the evaluations and observations led us to believe that the 

following aspects of the process were well-received: 

 

• Processes used to solicit feedback and input in small groups (e.g., “the small groups were 

well organized in process, productive day”) 

• The opportunity for nursing organizations to come together around a shared goal (e.g., 

“input of so many organizations and different perspectives with common goals”) 

• Organization of the pre-work packet (e.g., “booklet with the summary of organizational and 

content expert surveys”) 

• Skill of the facilitators (e.g., “excellent facilitation, good mix of experts and participants”) 

• Synthesis of small-group information into a shared agreement (e.g., “good sharing and 

identifying common goals and strategies”) 

 

In general, the feedback from the evaluations and observations led us to believe that the 

following aspects of the process could be improved in the future: 

 

• Participation from a more diverse group of nursing organizations (e.g., “increased diversity 

representation”) 

• Opportunity for networking among participants (e.g., “ability for specialty practices to 

network”) 

• Focus on person-centeredness (e.g., “Starting with the patient outcomes focus was not 

understood by many participants. Perhaps a clear definition of this would have helped set an 

understanding. The tendency was to jump into actions and nurse focus”) 

• More time (e.g., “Perhaps, reduce topics to 2, to have more detailed action planning”) 

• Logistical information provided to attendees (e.g., “Letter with details of where the event is 

and the room numbers”) 
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IHI Recommendations 
 

If HPNA were to hold a similar event in the future, we would recommend the following: 

 

Participants: 

• Continue to invite a broad range of nursing organizations 

• Consider more personal outreach to some of the nursing organizations that did not 

attend to increase attendance from historically under-represented nursing organizations 

 

Pre-work: 

• Continue to conduct pre-work activities to gather organizational and expert input prior 

to the meeting 

• Continue to provide the packet of information far in advance to support the 

conversations 

• Consider a little more clarity on the purpose to guide participants responses 

 

Process: 

• Continue small group discussions with structured processes that maximize participation 

from attendees and are designed with various adult learning styles in mind 

• Continue moving from small group idea generation to larger group synthesis and 

identification of key priorities 

• Continue strong facilitation by HPNA Steering Committee members and consider 

pairing facilitators based on experience to ensure each facilitation group feels set-up to 

succeed 

• Consider more time for attendee networking and information connections (potentially 

replace more didactic presentations at lunch with more formal attendee networking) 

• Consider more explicit guidance and focus on the patient and person-centeredness at the 

beginning of the exercises and day 

 

Meeting Content 
 

The meeting focused on three areas of primary palliative care: 

 

• Communication skills, especially related to advance care planning and treatment decisions 

• Coordination/transitions of care  

• Pain and symptom management  

 

The following sections summarize ideas of attendees and content experts in each of these areas. 
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Synthesis 

Communication Skills and Advanced Care Planning 
 
Group-prioritized actions (see full list of tactics below): 

• Optimize national and institutional policy and coding/billing 

• Professional development for current practitioners and develop competencies for students 

• Collect/synthesize best practices and evidence base for guidelines and implementation 

• Conversations are part of routine care and patients aren’t shocked 

• Cultural shift in the public 

o Nurses to complete their own ACP and promote this as a campaign (role-model) 

o Nurses get involved with community engagement efforts 

 

What are the outcomes you would like to see in this area? (Outcomes) 

 

Patient-level outcomes: 

• ACP and goals of care are introduced in every patient visit, including well-care and before 

serious illness (10) 

• Every patient and family will feel confident and empowered to express their wishes (4) 

• Patient’s care team has an awareness and respect to what matters most to them, including 

patient sensitivity (3) 

• Patients die in setting of choice (3)  

• 100% congruency between patient preferences and medical actions (3) 

• Families supported through EOL process (3) 

• Services exist to support ACP in all communities—universal access—and patients have more 

nurse experts across settings/community to discuss (2) 

• 100% decrease in moral distress in nurses (2) 

• Navigator (non-biased person) alleviate fear of dying for patient and family (2) 

• The child’s voice will be incorporated to enhance choices in care (2) 

• Patients and families initiate the discussion and don’t wait for health care providers to 

initiate (2) 

• Majority of individuals would have health care representative 

• Patients and families will have trusting relationship in their care  

• Children’s families receive tools to enhance surrogate decision 

• Patients and families can dictate what tests they receive 

• Every patient/family will expect and request a patient/family and team negotiated plan of 

care 

• Our culture and healthcare system will accept death as a continuum of the life cycle 

• Patients with serious illness would begin receiving palliative care once diagnosed 

• 100% of families understand/honor patient’s wishes   

• Patients are able to discuss different levels of care and their wishes for those settings 

• Patient experience is safe and positive 
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Nurses lead the way: 

• Nurses and healthcare professionals have personal ACP 

• Nurses lead efforts to educate the public related to ACP 

 

Nurse comfort and competence: 

• Ensure competence of all nurses in ACP (3) 

• All nurses are comfortable talking about death and dying (2) 

• Competent and compassionate symptom management 

• Competency developed in school (education) 
 
Development of best practices: 

• Best practices and competencies related to ACP/communication are developed and applied (2) 

• Collect evidence and data in best practices in ACP for use in preparation in guidelines 

• All clinical practice guidelines address ACP 

• Standardization of data definitions for work done in EMR 

 

Continuum of care: 

• ACP decisions must move electronically among all settings of care (4) 

• Patients voice is clearly seen and accessible in the patient record 

• Patients/families feel comfortable that care is coordinated by all members of team—team 

collaboration and communication (consistent and ongoing) 

 

Remove barriers to ACP: 

• Remove barriers to allow optimization of ACP (policy, legislation, state nurse practice act, 

regulatory, fiscal, coding) 

• Policy and reimbursement mechanisms support nurse-led ACP (2) 

 

How would we organize the profession to achieve the outcomes? (Tactics) 

 

Education 

• Difficult conversations competency, education, and practice for every RN as part of 

mandatory RN education (7) 

• Nurses need to be educated in all programs about how to conduct these conversations (3) 

• Nursing taught to navigate multi-disciplinary world of healthcare 

• Education, including didactic and simulated learning experiences 

• Teach and empower nurses to order and approve tests – easy bedside tools (ultrasound) 

 

Professional Development 

• Provide professional development for nurses so they can develop the skills needed to have 

crucial conversations with patients (3) 

• Education for RNs who have been practicing for many years and did not get any palliative 

care education 

• ‘Course in a box’ – nurses conversing about own feelings, etc. 
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• Prompts for how to begin the conversation with patients and families – ‘normalizing’ 

• Resource list of projects, etc. that nurses can access, use to support patients 

• Experienced nurses need to mentor newer nurses to improve comfort level 

• Establish minimal competencies and set as standard for all nurses to meet these 

competencies 

• Establishing best practices for communication and AP in pediatrics 

• All nurses required to attend one CEU on compassion, fatigue 

 
Leadership 

• Advocacy from individual – legislative/regulatory 

 

Empowerment 

• Nursing to gain trust of physicians to allow empowerment to have conversations 

• A sense of ownership (of the conversation) 

• Acknowledge moral distress 

• Nurses need to be empowered by employees to conduct/document ACD 

 

Collaboration 

• Teach all members of the team (IDT) to include physicians 

• Team/IT support allowable 

• Partnerships with nursing organizations and patient advocacy groups 

 

Scope of Practice and Reimbursement 

• APNs can manage palliative and hospice care and be reimbursed 

• APNs, particularly in primary care, but all care settings should have these discussions if 

patient have ACD and/or it needs to be updated and be reimbursed 

• Work with EHR vendors regarding how best to document patients’ wishes 

• Nurses need a good EHR in order to have access to ACPs regardless of setting 

• Create reimbursement mechanisms for nurses at all levels to have the discussions in any 

specialty, setting, or practice agency (2) 

 

Communication 

• Develop key words, messaging that clearly communicates PC – without saying PC (to 

disconnect from hospice) 

 

Care Delivery and Continuum of Care 

• Nurses need to discuss patient wishes as part of handoff 

• Nursing needs to make these conversations part of their routine care 

• Time built into the day – it’s not a ‘checklist’ – allow for this 

• RN ‘navigator’/care coordinator maintains small caseload of patients from primary care 

through end of life (continuity through life) 

• National database tracking serious illness care interventions and outcomes (to document 

benefits or lack of symptom management, palliative care or end of life care) 
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Presence (Community) 

• Nursing lead role in more community integration, education, training ACP – messaging, 

marketing, branding 

• Community programs to educate public on end of life issues 

• Every community have a PC trained to introduce end of life continuum/ADs to high school 

health class 

 

For the raw notes of the small groups, experts, and observers, please see Appendix E. 

 

 

Coordination of care 
 

Group prioritized actions (see full list of tactics below): 
 

• Guidelines for transitions based on disease trajectory 

• Specifically from wellness through end-of-life scenarios 

• Ensure a person-centric approach to call care transitions 

• Incentives for successful transitions 

• Public and health care practitioner education regarding palliative care and hospice – and the 

points of transition that affect them (marketing) 

• Research to support outcomes and cost effectiveness of care coordination 
 
What are the outcomes you would like to see in this area? (Outcomes) 
 
Patient-level outcomes: 

• Preservation of personhood as essential to transitions of care 

• Community based ombudsman in transitions to increase success and decrease burden on 

caregivers 

o Know resources available or people who know, e.g. social worker) in their 

communities to provide to patients/families 

o Educate public for need of ombudsman 

• Standardization of community based services and that patients/families are comfortable 

with and use them 

• Smooth transitions to home with appropriate services to sustain (across life span) 

• Patients/families know options and how to choose 

• Reduce by 50% of HC dollars spent on ineffective transitions 

 

Access: 

• Preserve and expand concurrent care (open access) across life span 

• Increase care coordination resources in ED to ensure preferred location of care 

• All patients have equal access to concurrent care 

• Increase palliative care resources in the ED 
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Reimbursement: 

• Reimbursement for in-home caregiver support across life span 

• Reimbursement in-home family caregiver support (Repeal and replace AHCA) 

 

Communication: 

• Comprehensive and consistent communication beginning with PC across all care settings to 

assure smooth transitions 

• Seamless portability of health care preferences 

 

Other: 

• Incentivize successful transitions of care 

 

How would we organize the profession to achieve the outcomes? (Tactics) 

 

Person-centered care: 

• All patients/families report preferred place for end-of-life (2) – add question to HCAHPS so 

it is publicly reported 

• Patient/family has/knows who their care coordinator or care navigator is (go to person) (2) 

• Educate public to expect real person-centered care 

• Nursing a common definition of person centered care with expectation competencies 

• Initiate a comprehensive assessment by an advanced provider holistic or psychiatric to 

understand the personality driving choice and increased trust 

• Zero harm from medication misadventures 

• No delays in care for patients 

• Patients will experience standardized care coordination 

• More positive patient experience with acknowledgement of individual needs 

• Patients/families are coached and engaged in care (RNs are educated in this) 

• Adolescents comfortable with transition from pediatric are to adult care 

• EHR accessible and retrievable by patient/family/care team 

• Patient has right care and the right location by the right care team aligned with the patient’s 

wishes and priorities (access care at any time of day that is commensurate with their needs) 

• Better lower RN/patient ratios with more personal, focused care evidenced by better patient 

satisfaction 

• No ED visits/readmissions due to gaps of care transitions 

 

Communication across care settings: 

• Facilitate visits with nurses from various care settings prior to d/c 

• Facilitate discussion on ACP between patient/family/caregivers 

• Methods for communication across all settings (i.e. computer, rounds, point person, etc.) 

• EHR integration 
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Transitions across care settings: 

• Develop evidence based guidelines (pathways) for transitions (wellness – illness – end of life 

and according to disease trajectory) (3) 

• More pediatric trained providers for home (i.e. hospice nurses) 

• Care ‘5 Rights” of care coordination 

• Medication reconciliation across systems 

 

Community-based services: 

• Funding for care coordination models to demonstrate better optional outcomes for patients 

and families 

• Patient/family maintained in the home/community as much as possible 

 

Awareness-building: 

• Educate hospital administration and Aps of patient satisfaction and cost savings for early 

utilization of PC 

• Public and health care practitioner education regarding palliative care, hospice care and 

points of transition 

• Market care coordination to the public 

• Promote community education 

 

Access: 

• Develop a demonstration project of palliative care in every ED 

• Fewer co-pays/lower OOP cost for patient/family 

• Create models of employment to extend hours of clinics, out-patient centers, call centers and 

ambulatory care 

 

Funding: 

• Research to support outcomes & cost-effectiveness of care coordination 

 

In addition, the content expert provided a very comprehensive summary of the meeting and 

included her own thoughts and reflections in this area (see Appendix F for the content expert 

summary). In particular, the following diagram summarizes areas of potential work: 

 

Figure: Focal Areas for a Collaborative Nursing Agenda for Care Coordination Related to Primary 

Palliative Care Nursing 
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For the raw notes of the small groups, experts, and observers, please see Appendix F. 

 

 

Pain and Symptom Management 
 

Group prioritized actions (as summarized by the content expert): 

 

• Pain and symptom assessment should extend beyond intensity to include function and the 

effects of pain/symptom on other aspects of impairment/quality of life.   

• The need to treat pain using multimodal therapies, including pharmacologic, non-

pharmacologic (e.g., PT/OT, mental health counseling, etc.) and integrative therapies (e.g., 

mindfulness, aromatherapy, etc.).  

• The goals of pain treatment include care that is effective (as defined by the patient), efficient 

(delivered in a timely manner) and safe (reduced risk of respiratory depression, prevention 

and early management of adverse effects, attention to methods to prevent diversion such as 

safe storage and disposal).  

• Education is needed not only for professionals, but also for patients/family members and the 

public. These educational efforts need to address knowledge as well as attitude as fear and 

stigma related to opioids are significant barriers to effective relief. 

• Other interventions include ensuring access to care, including allowing APNs to function 

within their full scope of practice with prescriptive authority, knowledgeable professionals. 

• Availability of medications at local pharmacies. 

• Payment for pharmacologic, non-pharmacologic and integrative treatments. 

• Another strategy to organize the needs to enhance pain and symptom management is by 

nursing role: 

• Clinicians – obtain adequate education and share with patients/family members, the public, 

and other professionals, provide coordination of care to greatest degree possible 

• Educators – ensure educational efforts regarding pain and symptom management are 

offered at all levels of nursing curriculum, including continuing education 

• Administrators – ensure processes are in place to allow implementation of pain and 

symptom care such as appropriate staffing ratios, processes to have access to prescription 

monitoring programs and urine toxicology as part of universal precautions 

• Researchers – help build the evidence base of pain and symptom management 

• All nursing leaders – advocate for access to pain and symptom management 

 

Nursing is essential in the efforts to ensure relief of pain and other symptoms. We are also the 

most trusted profession and can play an important role in providing balance to the current 

dialogue regarding the opioid abuse epidemic, advocating for prevention of diversion while 

ensuring patients in hospice and palliative care have access to the necessary medications. 
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What are the outcomes you would like to see in this area? (Outcomes) 

 

Patient-level outcomes: 

• Patients would have pain/symptoms well managed and function at an optimal level (identify 

a tolerable level of pain/symptom management) and more time doing what they want (5) 

• All consumers knowledgeable about access to good pain/symptom management strategies 

and evidence-base (inclusive pharm, non-pharm, and integrative strategies) to promote self-

management across settings (3) 

• Patients report seamless coordination of pharm and non-pharm strategies for 

pain/symptom management that are supported by all members of the care providers (2) 

• Patient will experience decreased inpatient days for pain/symptom management 

• Patient will experience decreased suffering from pain/symptoms 

• Patient will experience decreased side effects from medications related to pain/symptom 

• Opioid diversion will be minimized 

• All patients have ongoing access to appropriate pain management 

• Patients will receive pain/symptom multi-modal management 

• Fear of addiction and early death would not impact care decisions 

 

Nurse comfort and competency: 

• Caregivers report high self-efficacy in managing pain/symptoms 

 

Regulation: 

• Realign regulatory standards and measures of outcomes with guidelines for safe/effective 

pain/symptom management 

 

How would we organize the profession to achieve the outcomes? (Tactics) 

 

Nursing Education 

• Education of nurses in advanced pain and symptom management (5) 

• Creative ways (non-didactic) to provide education on pain/symptom management 

• Practitioners would receive education in assessment and prescribing of multi-modal pain 

treatment 

• Educate providers on rehabilitation principles (promote & prioritize patient function) 

 

Professional Development 

• Bedside/community nurse have access to pain/symptom specialist for consultation 

• Sensitivity training (including patient/family stories) to educate providers to be less ‘judg-y’ 

when patients need meds and symptom relief 

• Competencies for providers on symptom assessment and identification 

• Create competency or practice standards in specialty nursing organizations that can drive 

education, certification exam item writing 

• Develop a nurse skill competency in advocating for patients 
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• Ongoing CNE regarding types of pain, treatment pain guidelines (release information to 

members of association asap and all nursing organizations) 

 

Goal Setting: 

• Nurses to have goals of care discussions with patients before medications are prescribed and 

treatment plans developed – focus on function 

• Goal setting with patient around optimal level of symptom management 

 

Interdisciplinary: 

• Care team communication with one another and patient/family 

• Need for refills by proactive management by care team at units 

• Consistent communication among care providers about patient goals regarding symptom 

management 

 

Research: 

• Nursing research into optimal symptom management strategies and behavioral 

interventions to promote symptom self-management 

• Research is conducted to understand from the patient perspective what well managed pain 

and symptom management means to different disease processes 

• Increase the evidence-base to inform best practices and guidelines (pharma and non-

pharma) 

 

Nurse Driven Patient Education: 

• Discharge instructions will be reviewed with every patient in every setting receiving an 

opioid prescription on safe storage, safe disposal, side effects, etc. 

• Consumer level programs on symptom management and measurements 

• Educate patients regarding non-pharm strategies for symptom management (as 

appropriate) 

• Nurse would provide patient/family education on opioid prescription and use 

• Patient/family are provided with information about any changes to prescription for pain 

 

Health Policy: 

• All states support full scope of practice for APRN and independent prescriptive authority 

• Third party payor coverage of complementary non-pharm treatments 

• Every medicine cabinet would have a shelf with a locked door 

• Safe disposal centers would be available in every community 

• Nurses will advocate for the elimination of barriers to well managed pain and symptoms 

• Advocating for access to adequate pain management (regulatory and legislative advocacy 

included) 

• Repeal requirements of pre-authorization 

• Change HCAHPS question around pain 
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Access: 

• Palliative comfort kit/easy access to meds that are needed quickly or better standard orders 

• Nurses empowered to make recommendations 

• Health systems offer evidence-based integrative health services 

 

Public Education and Information: 

• Public education about pain and symptom management and balances current headlines of 

opioid death (2) 

• 24/7 national nurse consult hotline for patients and families to use regarding pain 

management 

 

Coordination of care: 

• Optimize primary palliative care to reduce fragmentation of care 

• Create seamless EHR across practice settings. Move condition, summary of treatment and 

patient knowledge of situation front and center 

 

For the raw notes of the small groups, experts, and observers, please see Appendix G. 

 
 

IHI Recommendations 
 

IHI had the opportunity to review all the change ideas identified by participants. Based on our 

experience, we identified a handful of ideas in each category. We selected these ideas based on 

the following criteria: 

 

• Potential to impact the field: The idea represents the opportunity to move the key 

outcomes. 

• Represents a novel space: The idea is not simply “more of the same,” but represents a 

missed opportunity to advance the work. 

• Concrete and doable: The idea is concrete and identifies a specific action that HPNA could 

lead. 

• Mix of ideas: The full ideas represent work in a number of sphere and not simply one 

category (e.g., education or policy). 

 

While IHI identified a handful of ideas in each area that appeared to meet the criteria, we 

strongly encourage HPNA to review the full list and consider whether these recommendations 

align with HPNA’s strong subject matter expertise in this area. This list is intended as an initial 

start point for conversation rather than the definitive list of ideas. 

 

Communication Skills and Advanced Care Planning 
 

As IHI considered the change ideas identified by participants, we were particularly focused on 

the outcomes identified by participants around making sure that advanced care planning is 
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routine and moves across the continuum of care, the health care system understands what 

matters to individuals in a culturally sensitive way, patient and family wishes are honored, and 

that nurses role model and lead the way in communities. 

 

Based on these outcomes, IHI identified the following change ideas that meet the criteria above 

as promising ideas for HPNA to consider: 

 

• Campaign for nurses to complete their own advanced care plans (community engagement) 

• Nursing lead role in more community integration, education, and training – messaging, 

marking, and branding (community engagement) 

• Difficult conversations and advanced care planning are a routine part of nursing education 

(education) 

• “Course in a box” around crucial conversations and advanced care planning for current 

nurses (professional development) 

• Experienced nurses mentor newer nurses to improve comfort level (professional 

development) 

• Establish minimal competencies and set a standard for all nurses to meet these 

competencies (professional development) 

• Create reimbursement mechanisms for nurses at all levels to have these discussions in any 

specialty, setting, or practice agency (policy/advocacy) 

 

Coordination of Care 
 

As IHI considered the change ideas identified by participants, we were particularly focused on 

the outcomes identified by participants around preservation of personhood as essential to the 

transitions of care, smooth transitions at each stage (e.g., hospital to home), reducing 

unnecessary costs based on poor transitions, and reduction in the use of Emergency 

Departments and readmissions. 

 

Based on these outcomes, IHI identified the following change ideas that meet the criteria above 

as promising ideas for HPNA to consider: 

 

• Better methods to communicate across all settings (e.g., EHRs, rounds, point person) 

(Policy/Advocacy) 

• Develop evidence-based guidelines (pathways) for transitions (Evidence and guidelines) 

• Educate health care providers and administrators of the value of early use of palliative care 

(e.g., patient satisfaction, cost savings) (Awareness-building) 

• Public and health care practitioner education regarding palliative care and hospice and the 

points of transition that affect them (Community Engagement) 

• Develop a demonstration project of palliative care in every Emergency Department 

(Research) 

• Nurse competence in facilitating discussions on advanced care plans between patient, 

families, and providers (Professional Development) 
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• Funding for care coordination models to demonstrate better optional outcomes for patients 

and families (Research) 

 

Two notes on this particular topic: 

 

1. The topic of coordination of care is by definition interdisciplinary. Given the audience and 

focus on nursing, this may be an area where engaging organizations from other disciplines 

will result in an even more comprehensive list of change ideas. 

2. The content expert in this area did a wonderful job of synthesizing the levers towards better 

coordination of care. In our identification of potential change ideas, we attempted to identify 

one idea from each level, although they are not always labeled in the same way (e.g., 

methods to communicate across settings is labeled as policy and advocacy rather than 

“EHR/Standardized Documentation”). This framework created by the content expert may be 

a useful way to show the work in this area. 

 

Pain and Symptom Management 
 
As IHI considered the change ideas identified by participants, we were particularly focused on 

the outcomes identified by participants around patients having their pain well managed and 

ability to function at the optimal level, decreased suffering from pain/symptom management, 

and caregivers having high self-efficacy in managing pain and symptoms. 

 

Based on these outcomes, IHI identified the following change ideas that meet the criteria above 

as promising ideas for HPNA to consider: 

 

• Practitioners receive education in assessment and prescribing of multi-model pain treatment 

(Professional Development) 

• Nurses feel confident in having goals of care discussions with patients (Professional 

Development) 

• Consistent communication among care providers regarding patient symptom management 

(Practice Change) 

• Nursing research into optimal symptom management strategies and behavioral 

interventions to promote symptom self-management (Research) 

• Payment for complementary non-pharmaceutical pain treatments and health systems offer 

evidence-based integrative health services (Policy/Advocacy) 

• Public education about pain and symptom management that balances current headlines of 

opioid death (Community engagement) 

 

As a note, the ideas generated in this section do not provide as many tangible ideas about what 

might be done in this area, potentially because it is a more specialized topic that may not be as 

comfortable for all nursing organizations. 
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Recommendations and Next Steps 
 

The Summit produced a series of rich recommendations and ideas for HPNA to consider. IHI 

has developed several thoughts and considerations about how to move the work forward. 

 

1. Review the various tactics and develop a list of potential actions: 

• List the consensus actions identified by the large groups 

• Eliminate any ideas identified by the large group that are not feasible or aligned with 

the HPNA competencies and strategy 

• Review or have a handful of individuals review the summarized ideas from the small-

group and pull out any ideas that appeal to HPNA. (NOTE: While the large group 

ideas have the advantage of being broadly appealing, there are often gems of ideas 

that are ahead of their time and not endorsed by the larger group. Skim the lists and 

IHI list to identify no more than twenty ideas that did not get broad consensus that 

have appeal to HPNA leadership or the Summit Steering Committee.) 

As a first start, IHI reviewed the full list of ideas and identified less than twenty ideas that 

seemed promising based on our criteria. HPNA and the Steering Committee can use these ideas 

as a starting point and eliminate any ideas that are not feasible or not aligned with the HPNA 

competency and strategy. In addition, Steering Group members may want to add additional 

ideas that seem promising to them. While these ideas are listed above, we have included the full 

list here as well: 

Number Idea Content Category Action Category 

1 
Campaign for nurses to complete their own 
advanced care plans 

Communication and 
Advanced Care Planning 

Community 
Engagement 

2 
Nursing lead role in more community 
integration, education, and training – 
messaging, marking, and branding 

Communication and 
Advanced Care Planning 

Community 
Engagement 

3 
Difficult conversations and advanced care 
planning are a routine part of nursing 
education  

Communication and 
Advanced Care Planning 

Education 

4 
“Course in a box” around crucial conversations 
and advanced care planning for current nurses 

Communication and 
Advanced Care Planning 

Professional 
Development 

5 
Experienced nurses mentor newer nurses to 
improve comfort level 

Communication and 
Advanced Care Planning 

Professional 
Development 

6 
Establish minimal competencies and set a 
standard for all nurses to meet these 
competencies 

Communication and 
Advanced Care Planning 

Professional 
Development 

7 
Create reimbursement mechanisms for nurses 
at all levels to have these discussions in any 
specialty, setting, or practice agency 

Communication and 
Advanced Care Planning 

Policy/ Advocacy 

8 
Better methods to communicate across all 
settings (e.g., EHRs, rounds, point person) 

Coordination of Care Policy/ Advocacy 
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9 
Develop evidence-based guidelines (pathways) 
for transitions  

Coordination of Care 
Evidence and 
Guidelines 

10 

Educate health care providers and 
administrators of the value of early use of 
palliative care (e.g., patient satisfaction, cost 
savings) 

Coordination of Care Awareness-building 

11 
Public and health care practitioner education 
regarding palliative care and hospice and the 
points of transition that affect them 

Coordination of Care 
Community 
Engagement 

12 
 Develop a demonstration project of palliative 
care in every Emergency Department 

Coordination of Care Research 

13 
Nurse competence in facilitating discussions on 
advanced care plans between patient, families, 
and providers 

Coordination of Care 
Professional 
Development 

14 
Funding for care coordination models to 
demonstrate better optional outcomes for 
patients and families 

Coordination of Care Research 

15 
Practitioners receive education in assessment 
and prescribing of multi-model pain treatment 

Pain and Symptom 
Management 

Professional 
Development 

16 
Nurses feel confident in having goals of care 
discussions with patients 

Pain and Symptom 
Management 

Professional 
Development 

17 
Consistent communication among care 
providers regarding patient symptom 
management 

Pain and Symptom 
Management 

Practice Change 

18 

 Nursing research into optimal symptom 
management strategies and behavioral 
interventions to promote symptom self-
management 

Pain and Symptom 
Management 

Research 

19 

 Payment for complementary non-
pharmaceutical pain treatments and health 
systems offer evidence-based integrative health 
services 

Pain and Symptom 
Management 

Policy/ Advocacy 

20 
Public education about pain and symptom 
management that balances current headlines of 
opioid death 

Pain and Symptom 
Management 

Community 
Engagement 

 

2. Develop a mechanism to prioritize the ideas:  

a. Consider using a prioritization matrix with various criteria or an impact/effort 

matrix to sort the proposed actions 

b. Identify a handful of actions that feel both high-leverage and with a combination of 

short and long-term actions 

c. Vet the prioritized ideas with key stakeholders 

d. Consider asking participating organizations to weigh in on prioritized ideas 

 

As a first start, IHI has provided an example of how the ideas may be priorities. HPNA and 

Steering Committee members will have a better sense of the exact rating of these ideas, but we 
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hope this example provide a useful example of how to prioritize ideas. (NOTE: The numbers in 

the matrix correspond to the idea numbers in the grid above.) 

 

3. Consider an early win: Identify one idea that has broad appeal that would allow HPNA to 

show early progress and keep participants engaged (e.g., nurses having advanced care 

plans). Develop a way to engage participants in moving towards this early win. If HPNA 

decides to go down this route, IHI would be happy to participate in a conversation about our 

lessons learned in these types of campaigns. 

 

As a note, IHI strongly recommends HPNA to move forward around the idea of all nurses 

having their own advanced care plans. It is an early win that engages participants, demonstrates 

a tangible win for the HPNA organization, and demonstrates nurses’ role in role-modeling. IHI 

and The Conversation Project would be happy to work with HPNA to provide tools and 

materials and some support how to develop this Campaign. 

 

4. Develop a roadmap: Based on the prioritization, put all ideas on to a roadmap with a high-

level timeline, swim lanes based on type of effort (e.g., community engagement vs. 
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policy/advocacy), and links to the outcomes or outputs expected for each of the ideas. Create 

a view that allows anyone to quickly. 

 

IHI has provided some initial thoughts and guidance on the roadmap, but this is highly 

dependent on the ideas that HPNA decides are the most pressing to move forward. 

 

Category of Work Summer Fall Spring 

Communication 

with attendees 

• Poll participants on 

ideas and how they may 

help (email and poll) 

• Share the roadmap of 

activities and 

particular areas 

where help is needed 

(phone call) 

• Provide an update on 

what is happening 

• Begin planning for a 

second in-person 

“working meeting” 

Early win (Nurse 

ACP Campaign) 

• Identify the gap and a 

numerical goal for nurse 

ACP 

• Develop a 

communication plan to 

reach nurses 

• Develop a detailed 

project plan 

• Launch nurse ACP 

Campaign 

• Launch 

communication plan 

along with tools and 

resources to support 

nurses 

• Work with nursing 

organizations to get 

the word out 

• Identify a way to 

track progress 

• Share lessons learned 

among nurses 

• Share stories from 

nurses that had the 

conversation 

• Continue campaign 

momentum 

• Share progress 

against goals 

Education • Identify the one or two 

high priority areas for 

education 

• Work with experts to 

identify bright spots and 

current practice 

• Work with nursing 

organizations to 

advocate for 

educational change 

• Launch efforts to 

update nursing 

school curriculum 

Community 

Engagement 

• Identify the one or two 

high priority areas for 

community engagement 

• Work with experts to 

identify bright spots and 

current practice 

• Partner with existing 

organizations to 

develop a plan for 

community 

engagement on a key 

topic 

• Design and develop 

plan for community 

engagement (to be 

launched in Fall) 

Professional 

Development 

• Identify the one or two 

high priority areas for 

professional 

development 

• Partner with content 

experts to identify CE 

opportunities for 

HPNA to undertake 

• Begin to develop 

curriculum or 

education materials 

(e.g., “Course in a 

box”) 

Policy/Advocacy • Identify the one or two 

high priority areas for 

policy/ advocacy 

• Develop joint policy 

agendas or 

statements 

• Develop joint policy 

agendas or 

statements (cont.) 
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• Work with existing 

organizations to align 

with existing policy 

efforts 

Research • Identify the one or two 

high priority areas for 

research 

• Work with existing 

organizations to align 

research agendas 

• Consider beginning 

to plan for 

demonstration 

projects 

• Submit potential 

proposals 

 

5. Inventory existing initiatives and assets: Identify opportunities to link work to existing 

efforts. Consider 1:1 calls and engagements with various experts and organizations to share 

the output of the Summit and identify areas of synergy. 

 

6. Identify clear “asks”: After you have identified high-level areas of work, provide very clear 

asks to participants. Possible asks could include: 

• Endorsement 

• Participation in a time-bound working group to flesh the idea further 

• Share information or communication with members 

• Identify someone from their organization that would be willing to vet or share 

experience 

• A personal request for the participant to consider 

• Send any related efforts or linkages 

 

7. Keep participants engaged: It is important to keep up a rhythm or pace of communication 

with participants. Consider the following: 

• Follow-up phone call: Allow participants to invite anyone from the organization to 

join a phone call to discuss the prioritized ideas and roadmap. 

• Share early wins or asks as they arise 

• Share information or connections with the larger group 

• Consider a second in-person meeting to develop and finalize the implementation 

plan 
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APPENDIX A: Working Agenda 

 

 

 

 

 

AGENDA 

Palliative Nursing Summit: Nurses Leading Change and Transforming Care ς 2017  

Meeting Goal: Convene key leaders from various nursing specialty organizations to develop a collaborative nursing agenda around the following 

areas of practice as they relate to primary palliative nursing:  

• communication skills, especially related to advance care planning and treatment decisions 

• coordination/transitions of care  

• pain and symptom management  

Meeting Objectives: 

• Identify the current state of primary palliative nursing 

• Identify the greatest opportunities to advance communication/advance care planning, coordination/transitions of care, and pain and 

symptom management as it relates to primary palliative nursing 

 Post Meeting Objectives: 

• Develop strategies to address the greatest opportunities to help nursing transform the care and culture of serious illness 

• Develop an implementation plan 
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Time Agenda Item Session Objective Session Details Presenter 

8:00 - 8:30 am Welcome and Introductions Orient to the day and get to 
know other participants. 
 
 
 
 

• Review agenda and objectives for 
the day 

• Introductions: name, organization, 
and one sentence that describes 
why this work is important to you 

 

Donna Morgan, RN, BSN, 
CHPN, CHPCA 
President, HPNA Board of 
Directors 
 

     

8:30 - 8:40 am Centering  Assist in focus and clarity of 
direction  

Facilitated reflection and activity Carole Ann Drick, PhD, RN, 
AHN-BC  
American Holistic Nurses 
Association 

     

8:40 - 8:55 am Overview of Summit: 
Purpose and Development 

Provide information and context 
for how the concept for the 
summit was identified 

Review evolution of the concept and 
plan 
 
 
 
 

Sally Welsh, MSN, RN, NEA-
BC 
CEO, Hospice and Palliative 
Nurses Association, 
Hospice and Palliative 
Credentialing Center, 
Hospice and Palliative Nurses 
Foundation 

     

8:55 - 9:10 am Palliative Nursing 
Development: 1997 to 2017 

Understand our evolution, the 
history, and the context for this 
work and feel inspired for the 
day. 
 

Presentation 

• Set the framework for the work 
that has been accomplished to-
date and the importance of our 
work at the summit 

Betty Ferrell, PhD, RN, FAAN, 
FPCN, CHPN 
Director & Professor 
City of Hope 
Nursing Research & 
Education 
 
Principal Investigator 
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End of Life Nursing Education 
Consortium 
(ELNEC) 
 

     

9:10 - 9:40 am Presentation of Pre-Summit 
Survey Data 

Present the summary of data 
and provide a high-level review 
of the reports 

Presentation and Q & A 
 

Marianne Matzo, PhD, 
APRN-CNP, AOCNP, FPCN, 
FAAN 
Director of Research, Hospice 
and Palliative Nurses 
Association  
 
Attendees 

     

9:40 - 10:00 am Overview of Working 
Sessions 

Clear understanding of the 
process for the rest of the day 

Presentation and Discussion 

 

IHI Facilitators:  
Kate DeBartolo 
Jill Duncan, RN, MS, MPH 
 

     

10:00 - 10:15 am Break    

     

10:15 - 11:30 am Work Session I: 
Communication and 
Advance Care Planning 
 

Develop a shared vision for what 
is possible in each area and 
identify changes to move from 
today to the future vision 
 

Orient participants to the task at 
hand and review group processes 
 
 

IHI Facilitators:   
Kate DeBartolo 
Jill Duncan, RN, MS, MPH 
 
Co-Facilitators:  
Molly Poleto 
Todd Hultman, PhD, ACNP, 
ACHPN  
 
Content Expert:  
Mi-Kyung Song, PhD, RN, 
FAAN 
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Attendees 
Observers 

     

11:30 - 12:15 pm Lunch Nurses Week Comments 
 
IŜŀƭǘƘ ŀƴŘ ²ŜƭƭƴŜǎǎΥ ²Ƙȅ ƛǘΩǎ 
not a Luxury 
 

 Pamela R. Jeffries, PhD, RN, 
FAAN, ANEF 
Dean and Professor of 
Nursing, George Washington 
University School of Nursing 

     

12:15 - 12:45 pm Report on Session 1 Synthesize learning from 
workgroups 

• Share outcome themes and high 
leverage actions 

• Content experts comment on 
themes and observations 

• Group debrief on similarities and 
differences 

• Multi -vote on high-leverage 
changes 

Group Designee 
 
Content Expert: 
Mi-Kyung Song, PhD, RN 
 

     

12:45 - 2:00 pm Work Session II: 
Coordination/Transitions of 
Care 

Develop a shared vision for what 
is possible in each area and 
identify changes to move from 
today to the future vision 
 

Orient participants to the task at 
hand and review group processes 
 
 

IHI Facilitators:  
Kate DeBartolo 
Jill Duncan, RN, MS, MPH 
 
Co-Facilitators:  
Barbara Head, PhD, CHPN, 
ACSW, FPCN 
Polly Mazanec, PhD, ACNP-BC 
 
Content Expert:  
Gerri Lamb, PhD, RN, FAAN 
 
Attendees 
Observers 
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2:00 - 2:30 pm Report on Session II Synthesize learning from 
workgroups 

• Share outcome themes and high 
leverage actions 

• Content experts comment on 
themes and observations 

• Group debrief on similarities and 
differences 

• Multi -vote on most high-leverage 
changes 

Group Designee 
 
Content Expert:  
Gerri Lamb, PhD, RN, FAAN  

     

2:30 - 2:45 pm Break    

     

2:45 - 4:00 pm Work Session III:  
Pain and Symptom 
Management 

Develop a shared vision for what 
is possible in each area and 
identify changes to move from 
today to the future vision 
 

Orient participants to the task at 
hand and review group processes 
 
 

IHI Facilitators: 
Kate DeBartolo 
Jill Duncan, RN, MS, MPH 
 
Co-Facilitators:  
Connie Dahlin, ANP-BC, 
ACHPN, FAAN 
JoAnne Reifsnyder, PhD, 
ACHPN 
 
Content Expert :   
Judith Paice, PhD, RN 
 
Attendees 
Observers 

     

4:00 - 4:30 pm Report on Session III Synthesize learning from 
workgroups 

• Share outcome themes and high 
leverage actions 

• Content experts comment on 
themes and observations 

• Group debrief on similarities and 
differences 

Group Designee 
 
Content Expert:  
Judith Paice, PhD, RN 
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• Multi -vote on high-leverage 
changes 

     

4:30 - 4:45 pm Summary/Next Steps Highlight key points and next 
steps 

IHI Facilitators IHI Facilitators: 
Kate DeBartolo 
Jill Duncan, RN, MS, MPH 

     

4:45 - 5:00 pm  Closing Comments Attendee comments Acknowledge the work 
Thank attendees 

Sally Welsh, MSN, RN, NEA-
BC 
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APPENDIX B: Facilitator’s Guide 

The purpose of this document is to provide you with detailed guidance to support your role as a 

facilitator of the breakout sessions for the summit. Facilitators will participate in all three 

sessions, not just content specific areas. In addition to this document, two IHI facilitator’s will 

be available to support you to check-in on your session and provide any guidance as you go 

along. 

High-level Overview 

Please see the agenda for details on the flow of the entire day. 

• There are three break-out sessions:  

1. Communication/Advance Care Planning  

2. Coordination/Transitions of Care  

3. Pain and Symptom Management 

• Participants will be broken into three groups and will be discussing each topic in parallel 

(i.e., all participants will be discussing the same topic at the same time).  

• At the end of each breakout, all participants will come together to review what happened in 

the various breakouts, discuss similarities and differences, and vote on the highest leverage 

changes across the three breakouts. 

Outputs of the Breakout Sessions 

At the end of each the breakouts, we want participants to generate: 

• A synthesis of the key patient outcomes for this area 

• A list of high-leverage change ideas to achieve the outcomes 

• A prioritized list of the most important change ideas 

Role of the Facilitator: 

• Be fluent in the breakout process described below and lead participants through it 

• Ensure the group achieves the outputs of the breakout session in the designated time 

• Manage group dynamics to ensure participation of all members of the breakout 

• Record and synthesize group thoughts to ensure a coherent output of each breakout 

• Provide real-time feedback to IHI facilitators to make any real-time changes to future 

breakouts 

• Capture unrelated or periphery ideas on a parking lot 

Role of the IHI Facilitators: 

• Monitor and adjust process in real-time with input from facilitators 

• Provide tools, materials, and support to help facilitators feel prepared for the day 

• Outline process for attendees in a way that is clear and understandable 

• Be available for questions and support of facilitators 
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• Provide overall time checks to breakouts 

• Facilitate large group debrief sessions 

Detailed Breakout Process: 

NOTE: Each group will have a parking lot available to them. Please feel free to use this flipchart 

to capture any ideas or topics that are not directly relevant to the topic being covered. 

1. Welcome: (~5 minutes) 

• Welcome participants 

• Review ground rules 

• Remind participants of the task at hand and intended outputs 

• Review definition of work area (e.g., “what do we mean by communication and advance 

care planning”) 

o Advance care planning is a process in which patients and surrogate decision-

makers discuss future health states and treatment options.  

o Care coordination is the deliberate synchronization of activities and information 

to improve health outcomes by ensuring that care recipients' and families' needs 

and preferences for healthcare and community services are met over time. 

o Pain is an unpleasant sensory and emotional experience associated with actual or 

potential tissue damage, or described in terms of such damage 

• Ask participants if there are any questions on process or the definition of the work area 

before getting started 

• Reinforce any process notes from the IHI facilitators 

 

2. Review and revise aspirational outcomes (patient-level): (~15 minutes) 

• The goal of this section is to quickly brainstorm patient-level outcomes in this area 

o Define patient outcomes 

o Provide example (e.g., all patients have an advance directive) 

• Ask participants to quietly and individually identify no more than three patient-level 

outcomes to answer the following question: Imagine that five years from now this 

summit was successful in radically changing the practice of nursing in service of 

patients and families in (name of area). How would we know? What would it look like? 

• Ask each participant to read one outcome. Go around the room until everyone has read 

their outcomes (should be three or less). 

• Record the list of proposed outcomes on a flipchart, grouping like ideas. 

• NOTE: The group does not have to come to agreement, but should see the full range of 

outcomes. 

•  (If time) Ask “Is there anything you would add? Change? Do the outcomes capture the 

ideal future state?” 

 

3. Generate high-leverage changes and outcomes: (~25 minutes) 

• Remind participants we are moving from outcomes to specific actions and tactics that 

would help us achieve the ideal state 



31 
 

• Ask participants to write down specific ideas on the following question: How would we 

organize the nursing profession to achieve the outcomes? (i.e., what would it take to go 

from today to the vision leveraging the assets of nurses?) 

• Participants should write down one idea per post-it. Encourage participants to generate 

as many ideas as they can. NOTE: It may be helpful to provide an example and remind 

them that this one idea would go one post-it. 

• Participants have five minutes to write down as many ideas as they have until they have 

run out of ideas. 

• Participants will then go round robin—reading one idea at a time (i.e., participant 1 reads 

one post it and then participant 2 reads one post it...etc.) 

• Tell participants that if they have the same idea as someone else, they can crumple up 

the post-it and do not need to read it out loud. 

• Tell participants that if someone sparks a new idea for them, they are welcome to add it 

to a post-it as they are going through the round robin sharing. 

• Keep rotating around the table until everyone has run out of post-its. 

• NOTE: It may be helpful to take the post-its as people share them and start to group 

them into themes as they are read.  

 

4. Group like ideas into high-level themes: (~15 minutes) 

• Ask for two or three volunteers to group the ideas into high-level themes; remind people 

there tends to be two types of people (splitters and groupers), ask for individuals that like 

to group to help create high-level themes 

• Report the themes back to the group and ask for any revisions or changes to the grouping 

• NOTES: 

o If there are a manageable number of ideas (less than 20), you may be able to keep 

the ideas as is and not group them into themes 

o When in doubt, keep ideas separate rather than combining them. 

o Ask individuals to share very specific recommendations to change any groupings 

(e.g., “You have communication as one category right now. I would break 

communication into two categories—one focused on patient to nurse and one 

focused on nurse to nurse.”) You can always ask the group to vote is there is 

disagreement. 

 

5. Identify the highest leverage changes (~10 minutes) 

• Give each participant approximately five dots; if there are only a few categories, you may 

want to give participants the total number of categories divided by three 

• Ask participants to silently put their dots on a category or a specific idea; they can put 

more than one dot on an idea if they feel very passionately about it 

• Count the dots and circle those that rise to the top 

• If there’s additional time, feel free to explore with participants and allow participants to 

voice important ideas that were not given as many votes 
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6. Close out (~5 minutes) 

• Identify someone to be the spokesperson for your group if there are questions or 

comments 

• Work with that person to come to high-level talking points for the group; remind the 

spokesperson to be brief in remarks and to cover the high-level themes rather than 

everything the group discussed 

• Make sure the flip charts get brought to the main room 

• NOTES:  

o It may be helpful to recopy the top ideas onto a separate flip chart so they are 

legible and readable to others 

o You can ask others to transition to the main session while you talk with the 

spokesperson 

 
Large Group Debrief (FYI Only) 
 
Although you will not be required to facilitate the large group debrief, it may be helpful to 
understand how the breakout outputs will be used. 
 
1. Review the output of all the groups (~13 minutes) 

• If time, we will ask each group to do a quick debrief (~4 minutes) 

• If time is short, we will ask participants to go to the other two tables and read the 
output of the other groups 

2. Share thoughts and reflections (~ 5 minutes) 

• Ask individuals to find someone they do not already know (group of 2) 

• Individuals will reflect on observations, similarities, and differences across the group 

3. Content expert reflections (~7 minutes) 

• Content experts have the opportunity to reflect on the outputs of the group 

• Share any relevant work or existing material that may be helpful for participants to 
know about 

4. Identify group priorities (~5 minutes) 

• Bring the prioritized list of actions from each of the three groups to the front of the 

room 

• Participants are given three dots to “vote” on the strategies, tactics, or change ideas 
that they think would be most meaningful to leveraging the profession in service of 

outcomes 



33 
 

APPENDIX C: End-of-Event Evaluation (blank) 

Palliative Nursing Summit: Nurses Leading Change and Transforming Care ς 2017   

 

 

Strongly 

Agree 

 

Agree 

 

Not Sure 

 

Disagree 

 

Strongly 

Disagree 

 

1. The overall quality of this  

event was excellent. 
Ã Ã Ã Ã Ã 

2. I significantly contributed to 

creating a shared nursing agenda 

for primary palliative nursing. 

Ã Ã Ã Ã Ã 

3. The group identified concrete 

opportunities for each of the 

three areas of focus. 

Ã Ã Ã Ã Ã 

4. The group activities encouraged 

engagement and sharing by 

participants. 

Ã Ã Ã Ã Ã 

 

 

5. Reflecting on this event, what went well? 

 

 

 

6. Reflecting on this event, what could be improved for future events? 
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APPENDIX D: End-of-Event Evaluation (with responses) 

End-of-Event Evaluation   Number of Responses was 29 for all questions 

Palliative Nursing Summit:  Leading Change and Transforming Care ς 2017  

 

 
Strongly 

Agree Agree Not Sure Disagree 

Strongly 

Disagree 

1. The overall quality of this  

event was excellent. 

 

Ã 86% Ã14% Ã Ã Ã 

2. The work done at the summit 

has significantly contributed to 

creating a shared nursing agenda 

for primary palliative nursing. 

Ã  83% Ã 17% Ã Ã Ã 

3. The group identified concrete 

opportunities for each of the 

three areas of focus. 

Ã 72% Ã 28% Ã Ã Ã 

4. The group activities encouraged 

engagement and sharing by 

participants. 

Ã 86% Ã14% Ã Ã Ã 

 

5. Reflecting on this event, what went well? 

Dialogue 

The small groups were well organized in process, productive day 

Collective brainstorming and discussion of the key priorities 

Loved having the input of so many organizations and different perspectives with common goals 

IHI and HPNA facilitators 

Format of the small groups 

Booklet with the summary of organizational and content expert surveys 

Diversity of participants 

Food 

Break-outs to address topics was effective 

Opportunity to summarize and share 

Great participation by all participants 

Well- coordinated, flexible, open to all thoughts 

Great people, love to brainstorm, need more of this at public policy level 

This was very well organized 
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Very nice group, much needed 

Excellent facilitation, convenient location 

Generation of ideas 

Recognition of the important issue in advancing palliative care nursing 

Great sharing and enthusiasm 

Great to hear different perspectives 

This was awesome, the collective knowledge and intelligence will certainly move the needle 

The sessions and the ability to share ideas 

The pre-work survey was very helpful. The amount of information we received was overwhelming, 

but in the end, it was helpful 

Well planned, organized, systematic. Small groups and diversity in those chosen to participate 

Sharing 

Topic (the group had great interest in the topic, attendance-eager participation-great concept, now 

to synthesize this information and create change! 

Small group assignments 

Bringing multiple specialties to the table to discuss these important issues 

Excellent facilitation, good mix of experts and participants 

Very well organized 

Good sharing and identifying common goals and strategies 

 

6. Reflecting on this event, what could be improved for future events? 

Rooms too cold 

Increased diversity representation 

Ability for specialty practices to network (pediatrics, geriatrics, etc.) 

*Pediatric Group would like to collaborate on revision of the Precepts of Palliative and End of Life 

Care for Children that was developed in 2003 at the Nursing Leadership Academy in EOL Care 

Since healthcare legislation is certainly a major issue, provide a summary of the current state of 

federal legislation and perhaps state legislation 

Starting with the patient outcomes focus was not understood by many participants. Perhaps a clear 

definition of this would have helped set an understanding. The tendency was to jump into actions 

and nurse focus 

Focus on clear definition of Person Centered Care 

Addressing psychological pathology pre-dating diagnosis of life-limiting illness 

More time, perhaps evening and day 

Good and bad, each facilitator was different, it was hard to jump around but kept it difficult 

therefore thoughtful 

Perhaps, reduce topics to 2, to have more detailed action planning 

A bigger room 

Clarity on the perspective sought when brainstorming the various topics (clinician vs. patient) 

Have the meeting at the hotel 

The address of the event 

Letter with details of where the event is and the room numbers 

Inviting groups like the Hispanic and Black Nurses, etc. to the table as well 
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Clearer understanding of the purpose of the event and how information would be used at the time 

of the survey 

It would be good to get all the brain-storming notes as I do not believe we captured some key areas 

when they were categorized 
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APPENDIX E: Communication and Advanced Care 
Planning Detailed Notes 

Small Groups (Notes) 

 
Group 1 / Section 1  
 

• Remove barriers to allow optimization of ACP (policy, legislation, state nurse practice act, 

regulatory, fiscal, coding) 

• Collect evidence and data in best practices in ACP for use in preparation in guidelines 

• Ensure competence of all nurses in ACP (multimodal education, IPE, mandatory CE) 

• All clinical practice guidelines address ACP 

• All nurses are fully reimbursed for ACP and coding (SNOMED in EMR) 

• ACP is introduced in well care visits 

• Standardized process for ACP 

• More deaths occur in community 

• All nurses demonstrate competence in ACP in continuum 

• All nurses are comfortable and impermanence 

• Every patient visit includes discussion in ACP 

• ICU no longer viewed as destination therapy – with data 

• Standardization of data definitions for work done in EMR 

• All patients receive guidance in ACP 

• Nurses and healthcare professionals have personal ACP 

• Services exist to support ACP in all communities – universal access 

• 100% congruency between patient preferences and medical actions 

• ACP decisions must move electronically among all settings of care 

• 100% decrease in moral distress in nurses 

• 100% of survivors/caregivers express high positive/satisfaction outcome of process as 

measured by HCAHP 

 

Group 2 / Section 1 
 

• Policy and reimbursement mechanisms support nurse-led ACP 

• Best practices and competencies related to ACP/communication are developed and applied 

• Nurses lead efforts to educate the public related to ACP 

• Nurses are supported as they experience moral distress and compassion fatigue 

• Person-centered care will include Rx of trauma issues pre-diagnosis (can expand beyond 

traumas) 

• Learn who the person is outside of the illness – cultural sensitivity 

• Patients and families will have trusting relationship in their care 

• Competent and compassionate symptom management 

• ACP is standard of care beginning early 
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• Navigator (non-biased person) alleviate fear of dying for patient and family 

• Patients die setting of choice 

• Discussion with POA for healthcare 

• Children’s families receive tools to enhance surrogate decision 

• Patients and families can dictate what tests they receive 

• Goals of are conversations one time only 

• Discussions around bereavement for family (anticipating grief) 

• Every patient/family will expect and request a patient/family and team negotiated plan of 

care 

• Our culture and healthcare system will accept death as a continuum of the life cycle 

• Patients with serious illness would begin receiving PC once diagnosed 

• Every patient has an identified nurse-navigator or patient advocate ‘potentially’ daily 

working with them 

• Patients and families will have GOC and treatments discussed at an outpatient visit – 

documented and easily retrievable 

• Families supported through EOL process 

• The child’s voice will be incorporated to enhance choices in care 

• Patient’s care team has an awareness and respect to what matters most to them 

• Patients clearly understand their options as they face serious illness (inappropriate 

terminology) 

• Every patient has a GOC discussion with their providers before serious illness 

• Every patient and family will feel confident and empowered to express their wishes 
 
Group 3 / Section 1 
 

• Competency developed in school (education) 

• Professional development for practicing nurses – crucial conversations 

• Conversations part of routine care – patients and families are not startled by the 

conversation 

• Better documentation/access to documentation – EHR  

 
Proposed Outcomes: 
 

• So common that patients/families are not started by conversation 

• Majority of individuals would have health care representative 

• Patients/families feel comfortable that care is coordinated by all members of team =) team 

collaboration and communication (consistent and ongoing) 

• Each professional caregiver aware if some ________ of preferences exist (adult & peds) 

• ACP is routine – is there and what does it say? 

• Patients and families initiate the discussion and don’t wait for health care providers to 

initiate 

• 100% of families understand/honor patient’s wishes   

• Patient/family initiate 
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• More robust ACP – broader that reflects wishes. Expression reflects beyond nutrition – deep 

discussion 

• Patients are able to discuss different levels of care and their wishes for those settings 

• More skill for conversations across disciplines at initial care. Every nurse would have skill, 

ability and comfort to initiate and conduct meetings 

• Family communication 

• Identify and differentiate resources that are hospice vs palliative care 

• Care delivered will match the person’s wishes 

• Patients would have more nurse experts across settings/community to discuss ACP 

• ACP are current – updated and reviewed 

• A child’s expressed wishes will have guided his/her care 

• A patient’s voice is clearly seen and accessible in the patient record 

• Patient experience is safe and positive 

• Runs across all settings in all care 

• Easy and routine 

• Care connected to their wishes 

• Process inclusive – earlier, documented and accessible 

 
Actions/Tactics: 

 
Education 

• Practice while in school mandatory 

• Part of ‘training’ – a competency? 

• Nurses need to be educated in all programs about how to conduct these conversations 

• Nursing education core 

 
Professional Development 

• Education for RNs who have been practicing for many years and did not get any palliative 

care education 

• ‘Course in a box’ – nurses conversing about own feelings, etc. 

• Crucial conversations CNE that can be offered to increase communication skills and ease 

with topic 

• Prompts for how to begin the conversation with patients and families – ‘normalizing’ 

• Resource list of projects, etc. that nurses can access, use to support patients 

• Provide professional development for nurses so they can develop the skills needed to have 

conversations with patients 

• Experienced nurses need to mentor newer nurses to improve comfort level 

Leadership 

• Advocacy from individual – legislative/regulatory 

 
Empowerment 

• Nursing to gain trust of physicians to allow empowerment to have conversations 

• A sense of ownership (of the conversation) 

• Acknowledge moral distress 
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• Nurses need to be empowered by employees to conduct/document pat ACD 

 
Collaboration 

• Teach all members of the team (IDT) to include physicians 

• Team/IT support allowable 

• Partnerships with nursing organizations and patient advocacy groups 

 
Scope of Practice 

• APNs can manage palliative and hospice care and be reimbursed 

• APNs, particularly in primary care, but all care settings should have these discussions if 

patient have ACD and/or it needs to be updated and be reimbursed 

• Work with EHR vendors regarding how best to document patients’ wishes 

• Nurses need a good EHR in order to have access to ACPs regardless of setting 

 
Communication 

• Develop key words, messaging that clearly communicates PC – without saying PC (to 

disconnect from hospice) 

 
Care Delivery 

• Nurses need to discuss patient wishes as part of handoff 

• Nursing needs to make these conversations part of their routine care 

• Time built into the day – it’s not a ‘checklist’ – allow for this 

 
Presence (Community) 

• Nursing lead role in more community integration, education, training ACP – messaging, 
marketing, branding 

 
Other: (there were post its on a flip chart page with dots (most likely for voting purposes) but I 

cannot make full sense of this page. So…these are the comments from the post its 

 

• Create reimbursement mechanisms for nurses at all levels to have the discussions in any 

specialty, setting, or practice agency 

• Reimbursable ICD/billing codes for communication, care planning with patient/family 

support, etc. 

• RN ‘navigator’/care coordinator maintains small caseload of patients from primary care 

through end of life (continuity through life) 

• Community programs to educate public on end of life issues 

• HCW(?) curriculums I schools regarding end of life 

• Education by nurses in school systems r/t ACPs 

• Every community have a PC trained to introduce end of life continuum/ADs to high school 

health class 

• Establish minimal competencies and set as standard for all nurses to meet these 

competencies 

• Establishing best practices for communication and AP in pediatrics 

• All nurses required to attend one CEU on compassion, fatigue 
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• Moral distress resources 

• National database tracing serious illness care interventions and outcomes (to document 

benefits or lack of symptom management, palliative care or end of life care 

 

Nursing Education 

• Difficult conversations competency and education for every RN as part of basic RN 

education 

• Train all nurses to provide primary palliative care which includes holding and documenting 

these conversations 

• Nursing taught to navigate multi-disciplinary world of healthcare 

• Education, including didactic and simulated learning experiences 

• Teach and empower nurses to order and approve tests – easy bedside tools (ultrasound) 

 

Content Experts (Notes) 

Content Expert - Mi-Kyung Song 

Common threads across the three groups: 

• Clear documentation regarding ACP and patient wishes 

• Need better EMR systems to make ACP visible and searchable  

• Need nursing codes for ACP 

• Addressing nurses’ moral distress via timely ACP 

• Nee to empower nurses for leading roles in ACP 

 

Unique to one particular group: 

• Repealing the Patient Self-Determination Act that has made ACP only a checklist 

 

Content expert’s observation: 

 

Still some nursing organizations (or representatives of nursing organizations) feel 

uncomfortable with the term, palliative care, and want to use an alternative, e.g., supportive 

care. They don’t want to say hospice or mention end-of-life care with patients and families. This 

was not about calling for effective marketing strategies. It was about avoidance by using terms 

that only obscure what palliative care is all about. Misconceptions associated with palliative care 

(that is, equating with end-of-life care) will not be resolved no matter what term is used to call it. 

It is not the language issue.  

 

Observer (Notes) 

Debra Wiegand 

• Inclusion of child’s voice in decision making 

• Awareness and respect of care team 

• Patients clearly understand their options (clearly understand, not medial terms) 
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• Every patient has goals of care discussions 

• Every patient and family will feel confident and empowered to express their wishes 

• Person centered care will include a trauma assessment 

• Cultural sensitivity 

• Know the person: This is who my ‘mom’ is 

• Trust 

• Competent person/ non-biased/ can alleviate fear of dying 

• ACP – early and often / young adult 

• Talk with someone about dying process 

• Patient/family can request/refuse tests 

Interventions for communication/advance care planning 

• Community education 

• Medicare advantage / need better reimbursement 

• Education by nurses in schools / social workers are doing it now 

• Competencies for every nurse, student and practitioner 

• Communication research is needed 

• There should be a national data base that includes communication strategies and outcomes 

• Families need to be incorporated in advance care planning discussions 

• Advance directives need to be available with a single click on the first page or EMRs  

• Establish best practices 

• Simulated learning 

• Nurses need to be an equal voice 

• Nurse advocacy 

• Teams need to work together; perhaps the nurse should lead the team 

• Nurses can order comfort care (massage – nails done) dignified dying 

• Nurses as coordinators of care 

• Palliative care needs to be a priority 

• One navigator/coordinator (a nurse) coordinates care across transitions 

• All nurses need primary palliative care training 

• Look at the words we use 

• Moral distress resources are needed 

• Palliative comfort pack 

• Compassion fatigue education 

• Every nurse needs to know about advance care planning (living wills, designation of a health 
care) and MOLST/POLST documents 

• Do an ad campaign – get a famous person to do a PSA on the importance of advance care 
planning – it could be a ‘nurse’ from the ER show (similar to what the TV physicians have 
done) 
 

Stacy Smith 

 

• So common and accepted that patients/families are started when discussing end of life 

preferences 

• Knowing if a statement of patient preferences exists 
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• Address goals and values of the patient 

• Skill around conversations 

• Primary palliative care 

• Identify and differentiate resources that are hospice versus palliative care 

• CAPC Ą recommendation not to connect hospice and palliative care anymore 

• Care delivered will match the patient’s wishes 

 

Denise Stahl 

Group 3 

 

Exercise #1: 3 patient level outcomes 

 

Imagine five years from now this summit was successful in radically changing the system for 

patients and families - what will it look like? 

• Patients/families are not afraid or startled 

• Majority have proxy 

• Family feels like care is coordinated 

• AD in place and all staff ask (peds) 

• As routine as all other admissions (HIPAA) 

• Starts with the patient and families 

• 100% of families understand the patients’ wishes 

• Patient initiates conversation with health care team 

• Richer conversation than just interventions – values based 

• Communicated across transitions of care 

• Increased competency for all clinicians 

• Upstream conversations among families are common 

• Families can honor others’ decisions 

• Hospice and palliative care understanding 

• Care delivered will match personal wishes 

• Access to resources and conversation facilitators in any setting for patients 

• ACP are updated frequently 

• What is expected is what is received  

• We know what children’s/young adults’ wishes are 

 

Themes: 

• Common and routine 

• Across care settings 

• Across care population 

• Through, accurate and implemented documentation 

• Increase in earlier/better conversations 
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Exercise #2: What needs to happen to affect these outcomes (by leveraging the 

assets of nursing)? 

 

Empowerment and Permission 

• Nursing to gain trust from physicians to have conversations 

• Core nursing education and practicum in schools 

• Professional development 

• Include decision-making in hand-offs 

• Acknowledge moral distress 

• Nursing needs to lead communication education training 

• Education for the ‘whole’ members of the IDT 

• Employer support for scope of practice 

• Nursing leadership of the process and advocate 

• Routine part of patient care 

• Nursing mentorship, role play, etc. 

• Marketing, messaging, public perception 

• Separate the conversation from death and hospice 

• Use caution with labels 

• Partner with patient advocacy groups 

• APRN allowed to manage the entire care plan 

• Advise and instruct our other colleagues (MDs, etc.) 

 

Buckets of Themes/Actions: 

• Education 

• Professional Development 

• Leadership 

• Collaboration 

• Presence 

• Communication 

• Empowerment 

• Trust 

• Documentation Systems 

 

If 3.5 million nurses all did it… 

• Normalize the conversation 

• Use our voice 

 

ONS – if only our 26 organizations participated to champion and role model having an ACP 
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APPENDIX F: Coordination of Care Detailed Notes 

Small Groups (Notes) 

Group 1 / Session 2 
 

• Preservation of personhood as essential to transitions of care 

• Preserve and expand concurrent care (open access) across life span 

• Increase care coordination resources in ED to assure preferred location of care 

• Incentivize successful transitions of care 

• Reimbursement for in-home caregiver support across life span 

• Community based ombudsman in transitions to increase success and decrease burden on 

caregivers 

o Know resources available or people who know, e.g. social worker) in their 

communities to provide to patients/families 

o Educate public for need of ombudsman 

• Reimbursement in-home family caregiver support 

o Repeal and replace AHCA 

 

Outcomes: 

• All persons receiving care report preservation of personhood 

o Educate public to expect real person-centered care 

o Nursing a common definition of person centered care with expectation competencies 

o Initiate a comprehensive assessment by an advanced provider holistic or psychiatric 

to understand the personality driving choice and increased trust 

• Comprehensive and consistent communication beginning with PC across all care settings to 

assure smooth transitions 

o Facilitate visits with nurses from various care settings prior to d/c 

o Facilitate discussion on ACP between patient/family/caregivers 

o Methods for communication across all settings (i.e. computer, rounds, point person, 

etc.) 

• Standardization of community based services and that patients/families are comfortable 

with and use them 

o Funding for care coordination models to demonstrate better optional outcomes for 

patients and families 

• Smooth transitions to home with appropriate services to sustain (across life span) 

o Protocols in place for transitions to different settings (i.e. facility home with hospice, 

etc.) 

o More pediatric trained providers for home (i.e. hospice nurses) 

• All patients/families report preferred place at EOL 

o Add question to HCAHP so publicly reported – preferred place at EOL 

• All patients have equal access to concurrent care 

• Seamless portability of HC preferences  

• Patients/families know options and how to choose 
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• Reduce by 50% of HC dollars spent on ineffective transitions 

o Educate hospital administration and Aps of patient satisfaction and cost savings for 

early utilization of PC 

• Increase PC resources in ER 

o Demonstration projects – PC in every ED 

 

Group 2 / Session 2 

 

• Research to support outcomes & cost-effectiveness of care coordination 

• Develop evidence based guidelines (pathways) for transitions (wellness – illness – end of 

life and according to disease trajectory) 

• Public and health care practitioner education regarding palliative care, hospice care and 

points of transition 

 
Group 3 / Session 2 

 

• Patients know and choose setting when they are able 

• Zero harm from medication misadventures 

• Patient/family has/knows who their care coordinator or care navigator is (go to person) 

• No delays in care for patients 

• Patients will experience standardized care coordination 

• More positive patient experience with acknowledgement of individual needs 

• Fewer co-pays/lower OOP cost for patient/family 

• Consumers aware of care coordination and demand it 

• Patients/families are coached and engaged in care (RNs are educated in this) 

• Adolescents comfortable with transition from pediatric are to adult care 

• Patient/family maintained in the home/community as much as possible 

• EHR accessible and retrievable by patient/family/care team 

• Better lower RN/patient ratios with more personal, focused care evidenced by better 

patient satisfaction 

• Ease of transitions of care through the system (standard to hospice/palliative) 

• No ED visits/readmissions due to gaps of care transitions 

• Patient has right care and the right location by the right care team aligned with the 

patient’s wishes and priorities (access care at any time of day that is commensurate with 

their needs) 

 
1. Create models of employment to extend hours of clinics, out-patient centers, call centers 

and ambulatory care 

2. Care ‘5 Rights” of care coordination 

3. Marketing care coordination to the public 

 

-language (standardization/alignment and new team roles 

-EHR integration 

-Demonstrate nursing expertise 
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Actions: 

• 5 Rights of Care Transition & Care Coordination 

• Marketing and care coordination 

o Explain to public what good care coordination looks like (e.g. public service 

announcements) 

o Publications in consumer magazines about care coordination (AARP, patient 

advocacy groups, magazines, etc.) 

o Public/community information sessions – marketing plan 

• Medication reconciliation across systems 

• Promote community education 

 

Content Expert (Notes) 
 

Content Expert - Gerri Lamb, PhD, RN, FAAN 

 
Summit Goals related to care coordination: 

• to develop a collaborative nursing agenda around coordination/transitions of care as 

they relate to primary palliative care nursing 

• Identify the greatest opportunities to advance coordination/transitions of care as they 

relate to primary palliative care nursing 

• Develop an implementation plan 

 

Definition of care coordination provided to summit participants:  

“The deliberate synchronization of activities and information to improve health outcomes by 

ensuring that care recipients’ and families’ needs and preferred practices for healthcare and 

community services are met over time.”   National Quality Forum, 2014 

 

Report Out Comments:  

Summit participants found discussion and strategic planning for care coordination more 

challenging than for communication and advance care planning and pain and symptom 

management.  They described the field of care coordination as “so big with so much more 

known” and “understanding of policy and incentives seems more important.”   Participants 

indicated they were less conversant with issues related to setting an agenda for care 

coordination and found care coordination more “abstract” than the other focal areas.  They 

noted less familiarity with research, best practices, performance metrics and regulatory and 

payment guidelines for this topic.  They felt that with further dialogue and analysis, care 

coordination held tremendous promise as a “unifying focus” for a collaborative nursing agenda 

for palliative care nursing.  

 

Goals for advancing care coordination included improving the patient experience of transitions 

across settings and ease of “getting through the system.”   Better care coordination would 

increase appropriate use of community services and decrease hospitalizations and hospital 
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readmissions.  Care coordination was viewed as an important vehicle for enhancing patient and 

family engagement in care.  Group members emphasized the importance of “preserving 

personhood” during transitions.   

  

Small group discussions identified several potential areas for advancement of a collaborative 

nursing agenda for care coordination:  competency development for practicing nurses, payment 

reform including financial incentives for successful transitions,  improvements in 

documentation and information capture systems (EHR), expansion of the body of evidence 

demonstrating a relationship between nurse care coordination/transitional care interventions 

and health,  care quality and cost outcomes (Triple Aim Outcomes), evidence-based practice 

guidelines and active consumer engagement (See Figure).  

 

The major areas identified for advancement of care coordination were similar to those identified 

for communication and advance care planning and pain and symptom management, i.e., 

movement in each of the three practice domains will require attention to competency 

development, payment reform, documentation systems, research, etc.   Group members noted 

that specific strategies need to be crafted for care coordination that take into account its unique 

issues related to research, competency, policy, technology, consumer awareness and 

engagement and how these issues align with the goals and needs of palliative nursing practice.   

 
I would pose the following examples of how a collaborative nursing agenda in palliative care 

nursing might build on current care coordination and transitional care initiatives summarized in 

workshop materials and resources:  

 

• The American Academy of Ambulatory Care Nursing developed a core curriculum for 

care coordination and transition management. The curriculum could be evaluated for 

alignment with to primary palliative care nursing competencies.  

• The National Quality Forum has a set of approved consensus measures for care 

coordination used in quality improvement, pay for performance initiatives and public 

reporting. These measures could be reviewed for relevance to palliative care nursing.  

Addressing gaps in the current performance measurement set might be part of a 

collaborative agenda to encourage measurement development, testing and 

dissemination.  

• The American Nurses Association and the American Academy of Nursing are exploring 

issues and barriers to payment of registered nurses for complex care coordination and 

transitional care interventions.  These issues might be a strategic focus for the 

collaborative nursing agenda. 

 
Conversely, there also is an important opportunity to examine how advances in palliative care 

nursing might accelerate advances in care coordination.  Group members referred to the 

emergence of new team roles in palliative care such as the palliative care APRN.  Care 

coordination and transitional care functions associated with palliative care outcomes could be 

examined in conjunction with evaluation of these new roles.  There are likely other areas of 

synergy and opportunity for simultaneous advancement. 
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Summit participants affirmed the importance of including care coordination and transitional 

care in the collaborative nursing agenda for primary palliative care nursing. Discussions at the 

Summit indicated the desire for ongoing dialogue about the current state of care coordination 

and transitional care to further sharpen strategic goals and to develop a meaningful 

implementation plan for a collaborative nursing agenda.   

 

Figure: Focal Areas for a Collaborative Nursing Agenda for Care Coordination Related to Primary 

Palliative Care Nursing 

 

  

 

 

 

 

 

 

 

Observer (Notes) 
 

Deb Wiegand 

 

Outcome:  

• Transitions are smooth/seamless 

• More person and focused care and improved patient outcome 

• Reduced readmissions due to gaps 

• Right care – right location – right care team  

• Adolescents with serious illnesses are satisfied with transitions in care (to adult care) 

• EHR accessible and retrievable regardless of location 

• Decreased adverse events /medication errors 

• Patient/family know who their go to person is 

• No delays in care 

• Patient wishes/goals/preferences are known 

• Decrease costs (less co-pays) 
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Action:  

• One person coordinates care  

• Patients/families have one number to call 

• Care comes to the patient/family when needed 

• There is one documentation system 

• More person and family centered care and improved patient outcomes  

• Patients are less stressed by system and payment issues 

• Resources are readily accessible 

• One contact # / 24-hour access to advice/care 

• 5 rights of care coordination 

• Review AHRQ definition of care coordination  

• PSA/Marketing 

• Social determinants 

• Care coordination as part of hill briefings 

 

One action 

• All nurses have advance directives 

• PSA 

• Review the work that La Cross, Wisconsin has done; the majority of community members 

have advance directives 

• Plan your life; simple slogan 

• Get a celebrity involved 

• Determine how many members we have in our associations and how identify who are 

representatives are at the state and national level 

 

Stacy Smith 

Session 2 

 

• Patients and families are aware of their options and how to choose 

• Consistent communication across care settings 

• Palliative care in emergency rooms 

• Community based ombudspersons to increase the likelihood of success and decrease the 

burden on caregivers 

• Access to home/family caregiver support 

• With every transition of care, you lose 1/3 of key data points 

• Equal access to concurrent care 

• Team optimization: practicing at the top of the clinician’s scope 

• New team roles 

• In the moment evaluation 

• “You cannot do care coordination if you don’t know who the human is.” 

o Understand the personality of the person prior to their diagnosis of an illness 

o Preserve the person 

• Leverage the assets of nursing 
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• Holistic care 

• Comprehensive communication across all care settings to assure smooth care transitions 

• Standardization of community services 

• Appropriate services to sustain care at home 

• All patients and families report preferred location for end of life 

• ALL people have equal access to concurrent care 

• Seamless portability of information  

 

Denise Stahl 

Group 2 

 

Exercise #1 (outcomes) 

 

5 years from now…what would that look like? 

 

• Person centered care 

• Values exploration prior to illness 

• Understanding of human development and how people change over time and with diagnosis 

• What makes you – you prior to diagnosis 

• Personhood is preserved 

• Person vs. patient 

• The whole care team is aware of patient preferences – across care transitions 

• Increased use of community services used by patients and families to enable goal – 

concurrent care 

• More resources available at home 

• All patients report preferred place of death prior to end of life 

• All persons have equal access to concurrent care 

• Seamless portability of medical information 

• At discharge, all family members can relate options and how to choose 

• Reduce $$$ by 50% of healthcare spend on failed or ineffective transitions in care (cost) 

• Reduced # total transitions for patients 

• Increased utilization PC in ER 

• Increased hospice enrollment 

• Increase hospice LOS 

• Community based ombudspersons 

• In home family caregivers support is reimbursed 

 

Exercise #2: 

 

How can we organize the nursing profession to achieve our outcomes? 

• Educate administration about value (PC resources) 

• Resources for community clinicians (ombudsman) 

• Educate the community 



52 
 

• Add HCAHP measurement (healthcare spend) 

• Advocate to change policy (concurrent care) 

• Develop a framework/practice guidelines to address coordinators of care (evidence base) 

• Every patient gets a comprehensive holistic assessment (personhood) 

• Visit/establish relationship before care transition occurs 

• Nurse should facilitate the discussion about the transition 

• Culture of accountability 

• Repeal and replace the new ACA 

• Funding care coordinator demonstrates better outcomes 

• Educate nurses difference between hospice and palliative care 

• Demonstration projects 

 

What rises to the surfaces: 

• Preserving personhood 

• Comprehensive communication with care transitions 

• Concurrent care models 

• Decrease in cost of failed transitions 

• Increase in PC access (ER, etc.) 

• Reimbursement for family caregivers 

 

*if reduction of cost is the outcome – how do we get there? 
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APPENDIX G: Pain and Symptom Management Detailed 
Notes 

Small Groups (Notes) 

 
Group 1 / Session 3  

 

• Patient pain and symptom treatment at level patient tolerates safely, effectively (pt defined) 

and efficiently 

• Palliative comfort kit/easy access to meds that are needed quickly or better standard orders 

• Nurses empowered to make recommendations 

• Caregivers report high self-efficacy in managing pain/symptom management 

• 24/7 national nurse consult hotline for patients and families to use regarding pain 

management 

• Patients do not fear or face stigma in reporting management of pain 

• RN would provide patient/family education on opioid prescription and use 

• Nurses possess knowledge, attitudes and behaviors to manage and assess pain and 

symptoms 

• Ongoing CNE regarding types of pain, treatment pain guidelines (release information to 

members of association asap and all nursing organizations) 

• Create competency or practice standards in specialty nursing organizations that can drive 

education, certification exam item writing 

• How to leverage the strengths of nursing – nurses’ skill competency in advocating for 

patients 

• Patients/family are knowledgeable and able to manage pain/symptoms at home 

• Repeal requirement of pre-auth 

• Optimized primary PC to reduce fragmentation of care 

• Consumers understand EB/current pain guidelines 

• Educate the public – PR campaigns on the value of pain and symptom management 

• Public campaign that balances the current headlines of opioid deaths 

• Health systems offer EB integrative health services 

• Patients report med plan and integrative health practices are known and supported by all 

HCP 

• Change HCAHP questions around pain 

• Patient report seamless coordination of pain/symptom management across settings 

• Create seamless EHR across practice settings. Move condition, summary of treatment and 

patient knowledge of situation front and center 

• Patient/family are provided with information about any changes to prescription for pain 
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Outcomes: 

• Realign regulatory standards and measures of outcomes with guidelines for safe/effective 

pain/symptom management 

• All consumers educated in current EB practices for pain/symptom management 

• Caregivers report high self-efficacy in managing pain/symptoms 

• Patients report seamless coordination of pharm and non-pharm strategies for 

pain/symptom management that are supported by all members of the care providers 

 

Group 2 / Session 3 

 

• Increase the EB to inform best practices and guidelines (pharm and non-pharm) 

• Education of nurses in advanced pain and symptom management 

• Public education about pain and symptom management 

• Advocating for access to adequate pain management (regulatory and legislative advocacy 

included) 

 
Group 3 / Session 3 

 

• Patients function at optimal level and simultaneously be comfortable 

• All patients have ongoing access to appropriate pain management 

• Patients would have more quality time doing what they want due to expert pain/symptom 

management 

• Patients will have increased satisfaction pain/symptom management 

• Patient/family knowledgeable about access to good pain/symptom management strategies 

(inclusive pharm, non-pharm, and integrative strategies) to promote self-management 

across settings 

• Patients will receive pain/symptom multi-modal management 

• Fear of addiction and early death would not impact care decisions 

• Patients would have pain/symptoms well managed (identify a tolerable level of 

pain/symptom management) 

• Patient has confidence that care team will coordinate pain/symptom care plan 

• Patient will experience decreased inpatient days for pain/symptom management 

• Patient will experience decreased suffering from pain/symptoms 

• Patient will experience decreased side effects from medications related to pain/symptom 

• Opioid diversion will be minimized 

 

Outcomes: 

• Patients function at optimal level and simultaneously be comfortable 

• Patients/families knowledgeable and have access to effective pain/symptom management 

strategies including pharm/non-pharm/integrative strategies to promote self-management 

across settings 

 

 



55 
 

Actions: 

• All states support full scope of practice for APRN and independent prescribing authority 

• Research conducted to understand from patient perspective what well-managed 

pain/symptom management means in different disease processes 

• Educate providers on rehab principles (promote and prioritize patient function 

• Nurses have goals of care conversations with patients before medications are prescribed and 
treatment plans developed “focus on function’ 

 
 
Actions/Tactics: 

 
Nursing Education 

• Education of nurses and ACP regarding SE, pain, symptom management 

• Nurses need ongoing education about appropriate pain and symptom management 

strategies 

• Nursing education needs to include education about appropriate pain and symptom 

management strategies for students 

• Creative ways (non-didactic) to provide education on pain/symptom management 

• Practitioners would receive education in assessment and prescribing of multi-modal pain 

treatment 

• Educate providers on rehabilitation principles (promote & prioritize patient function) 

• Bedside/community nurse have _______to pain/symptom specialist for consultation 

• Sensitivity training (including patient/family stories) to educate providers to be less ‘judg-y’ 

when patients need meds and symptom relief 

• Competencies for providers on symptom assessment and identification 

 

Goal Setting: 

• Nurses to have goals of care discussions with patients before medications are prescribed and 

treatment plans developed – focus on function 

• Goal setting with patient around optimal level of symptom management 

 

Interdisciplinary: 

• Care team communication with one another and patient/family 

• Need for refills ___ by proactive management by care team at units 

• Consistent communication among care providers regarding patient goals regarding 

symptom management 

 

Research: 

• Nursing research into optimal symptom management strategies and behavioral 

interventions to promote symptom self-management 

• Research is conducted to understand from the patient perspective what well managed pain 

and symptom management means to different disease processes 
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Nurse Driven Patient Education: 

• Discharge instructions will be reviewed with every patient in every setting receiving an 

opioid prescription on safe storage, safe disposal, side effects, etc. 

• Consumer level programs on symptom management and measurements 

• Educate patients regarding non-pharm strategies for symptom management (as 

appropriate) 

 

Health Policy: 

• All states support full scope of practice for APRN and independent prescriptive authority 

• Third party payor coverage of complementary non-pharm treatments 

• Every medicine cabinet would have a shelf with a locked door 

• Safe disposal centers would be available in every community 

• Nurses will advocate for the elimination of barriers to well managed pain and symptoms 
 

 

Content Expert (Notes) 

Content Expert Summary: Judith Paice, PhD, RN 
 

There was general agreement that pain and symptom assessment should extend beyond 

intensity to include function and the effects of pain/symptom on other aspects of 

impairment/quality of life.  The groups also noted the need to treat pain using multimodal 

therapies, including pharmacologic, non-pharmacologic (e.g., PT/OT, mental health counseling, 

etc.) and integrative therapies (e.g., mindfulness, aromatherapy, etc.). The goals of pain 

treatment include care that is effective (as defined by the patient), efficient (delivered in a timely 

manner) and safe (reduced risk of respiratory depression, prevention and early management of 

adverse effects, attention to methods to prevent diversion such as safe storage and disposal).  

 

To be able to provide this care, education is needed not only for professionals, but also for 

patients/family members and the public. These educational efforts need to address knowledge 

as well as attitude as fear and stigma related to opioids are significant barriers to effective relief.  

Other interventions include ensuring access to care, including allowing APNs to function within 

their full scope of practice with prescriptive authority, knowledgeable professionals, availability 

of medications at local pharmacies, and payment for pharmacologic, non-pharmacologic and 

integrative treatments. 

 
Another strategy to organize the needs to enhance pain and symptom management is by nursing 

role: 

• Clinicians – obtain adequate education and share with patients/family members, the 

public, and other professionals, provide coordination of care to greatest degree possible 

• Educators – ensure educational efforts regarding pain and symptom management are 

offered at all levels of nursing curriculum, including continuing education 
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• Administrators – ensure processes are in place to allow implementation of pain and 

symptom care such as appropriate staffing ratios, processes to have access to 

prescription monitoring programs and urine toxicology as part of universal precautions 

• Researchers – help build the evidence base of pain and symptom management 

• All nursing leaders – advocate for access to pain and symptom management 

 

Nursing is essential in the efforts to ensure relief of pain and other symptoms. We are also the 

most trusted profession and can play an important role in providing balance to the current 

dialogue regarding the opioid abuse epidemic, advocating for prevention of diversion while 

ensuring patients in hospice and palliative care have access to the necessary medications. 

 

Observer (Notes) 

Denise Stahl 

Group 3 

 

Outcomes – 5 years from now 

• Increase complementary therapy / decrease in medical use (music, pet therapy (AA) 

• Other than drugs education 

• Inclusion of CAM? 

• Associate knowledge and skills for pain management (kids being cared for by adult 

providers) 

• Recognize psychic pain is a disability/important and needs to be treated accordingly 

• Every patient has a comfortable death 

• Patients will be comfortable in being honest with caregivers about all they are doing 

• Repeat support study – reported pain dramatically different &  

• Expansion of the evidence base 

• Nurses will have understanding pain assess/mgt 

• Nurses are competent in pain management and will implement pain/symptom mgmt. 

• Nurses will educate accurately and thoroughly about all meds being prescribed 

 

Group: we all know this should be done – what will be different? 

• Nurses will use comp/alt therapies first before pain 

• Patients are move involved in their treatment plan 

• Nurses complete good assessment to rule out/confirm pain 

• Decrease prevalence of PICS and PTSD in critical care 

• Pain assessment will still reflect the patients level of pain 

• Safe handling of opioids 

• Patients with addictive disease will not be ostracized 

-confusion in group around opioid vs. illicit drug overdose 

• Education around proper disposal and safe keeping 

• Nurses are empowered to advocate for appropriate pain/symptom management 
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Denise’s observation – this really felt like an anti-opioid session 

 

Tasks & Strategies: 

 

• Nurses advocate for system and policy reform 

• Education and training 

• Mandatory CE pain 

• Mandatory ELNEC 

• Patient/public education 

• Anti-opioid crisis campaign (focus away from deaths) 

• Concurrent care 

• Board game “How do you Want to Die” 

• Increased funding for pain/symptom research and implementation 

• Develop pain toolkits for lay people 

• Assessment is more than 0- 10 

• Evidence based clinical practice guidelines – including care 

• Comfort packs for nurses available 

 

Judy Paice – what about access to opioids? (make prescription easier, require pharmacies to 

carry meds, remove pre-auth) 

 

Polly Mazanec – advocate for appropriate prescribing 

 

Judy’s arrival in the room really changed the flavor of the conversation and became more 

focused on advanced illness and serious illness 

 

Nurses teach safe storage and disposal, risk of diversion 

Dispel myths with social media 

 

Stacy Smith 

Session 3 

 

• Psychic pain is as problematic, and treatable, as other pain 

• Every patient has a comfortable death 

• When the only thing I have in my toolbox is a hammer, then everything becomes a nail 

• PICS: Post intensive care syndrome 

How can we organize the nursing profession to achieve our outcomes? 

Every nurse and physician should have an advance directive 


