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PREFACE


The evolution of palliative care in the United States has raised the bar of awareness and integrated the value and importance for advance practice nurses to apply evidence-based interventions in the care and management of patients with advanced disease. Palliative practices should be integrated into the traditional management of disease and not reserved for the imminently dying patient. Patients who live with symptomatic chronic disease experience interference with function and quality of life. It is the advance practice nurse who is able to offer the adult patient and family improved symptom management and provide an opportunity to optimize physical function. The advanced practice nurse is able to provide the patient and family a conduit of care from diagnosis until death by increasing the intensity of skilled palliative interventions as the disease progresses. This conduit of care includes continuity, collaboration, and coordination of services that are tailored to the disease and the patient.

This second edition will provide the clinician with current clinical information to support the multidimensional needs of the patient and family. Several new chapters have been added, covering topics including sleep, nutrition, pharmacology, communication, and cultural issues. The editors would like to acknowledge the interdisciplinary expertise of the contributors and reviewers. We wish to acknowledge with appreciation the support of our editors from Elsevier, Sandra Clark Brown and Sophia Oh Gray.
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FOREWORD


Coming to the end of one's life has always occasioned reflection, anguish, and spiritual growth. For most people the time near death holds its share of serious pain, isolation, and despair, as well as opportunities for transcendence, insight, and closure. But all too often in our modern era, the end of life has become an especially difficult part of life. In the past, the end of life usually came quite quickly; even 100 years ago, most people died of an infectious disease within a few days or weeks of contracting the illness. Most of us will die of a slowly progressive chronic illness or of the combination of a few such conditions. Many of us will die in old age, and we will have been disabled, sick, or dependent for some years. During that time our health care system will have performed scores of tests, provided myriad treatments, put forward specialists of all sorts—this is the same health care system that regularly loses records and patients, fails to support family caregivers, and runs up extraordinary costs.

It's not a pretty picture, but it can be so much better. We could figure out how to ensure reliable services for this, the neediest time of life. Every person living with eventually fatal illness could count on having good medical care, good symptom prevention and relief, continuity, planning for future issues, family support, sensitivity to the patient's and the family members' preferences, and support for living—all at a sustainable price. What would it take? First, it takes forging the will for reform. Second, it takes having excellent small systems that show us what can be done. Third, it takes a strategy that involves political realities as well as clinical performance.

Nursing is the natural home for much of this work. From Florence Nightingale to the present, monitoring quality and setting routines that achieve reliably high quality have been a special concern of nurses, and nurses manage many of the best programs in end-of-life care. Most hospice programs started with nursing, and care of the frail and demented rely predominantly on nurses and nurse management.

Serious chronic illness in old age has been the main way to live the last part of one's life for only a few decades. The society is still learning how to think about the experience: what to value and what to decry. It is evident that widespread overtreatment with medical interventions actually worsens the course, but so does abandonment. Most of the costs of health care over the lifespan are concentrated in the last few years. For those who live to the age of 85 years, half will live with cognitive failure. So much of what we do wrong is done because we still act as if the main target is a middle-aged man having a heart attack, who is in need of a hospital, surgeon, and emergency services. In truth, the main “consumers” of end-of-life care are older and sicker and they can survive for indefinite periods. Building care systems around the dominant “trajectories” of those last few years would require us to tailor services to match a short period of rapid decline, a longer course of episodic exacerbations and sudden dying, and a long period of decline.


Palliative and End-of-Life Care: Clinical Practice Guidelines takes up a broad array of practical insights and advice. The authors offer nurses anchor care arrangements that can reliably provide sustainable and excellent care for people living with serious and eventually fatal conditions.


Reform needs leaders with vision, insight, and commitment. Perhaps the readers of this book will be the leaders we need. Remember, if we don't get a workable and sustainable care system, we will eventually have to live through our own last years in the risky and unreliable arrangements we will have left in place.

Joanne Lynn, MD, MA, MS

Senior Scientist, RAND, Arlington, Virginia






FOREWORD


The publication of this edition of 

Palliative and End-of-Life Care: 

Clinical Practice Guidelines is evidence that Advanced Practice Nursing in palliative care is coming of age. The maturation and steady expansion of palliative advanced practice nursing is a hopeful trend within the field of palliative care. More importantly, the growing availability of advanced practice nurses (palliative nurse practitioners and clinical nurse specialists) with expertise in palliative care is sure to increase the quality of life of people living with frailty of advanced age or progressive illness as well as the well-being their families.

Palliative care is one area of health care progress in which nursing leadership should be impossible to ignore. As with other advances in public health attributable to nursing practice, there is risk that the important contributions of advanced practice nursing to palliative care will not receive the attention they deserve. Literally and metaphorically, nurses often practice behind drawn curtains. The intimate nature of nursing care demands the highest degrees of privacy. Furthermore, nurses tend to be understated about their work. This unassuming style persists among advanced practice nurses despite the independent and often central role they play in diagnosing and treating patients.

The past decade has witnessed rapid progress in the science and practice of palliative care and expansion of the delivery of palliative services. As this excellent new edition of 

Palliative and End-of-Life Care: Clinical Practice Guidelines goes to press, more than 1000 American hospitals have established clinical palliative care programs and the number of people referred to hospice programs in the United States continues to increase, topping one million annually. A virtual cornucopia of research has filled new and expanded palliative care specialty journals, and key articles have been published in top-tier medical and nursing journals. Palliative medicine has been formally recognized by the American Board of Medical Specialties, and fellowship programs are springing up in academic centers training a new generation of palliative specialists.

As a physician, I am proud of the contributions that doctors have made to the maturation of palliative care, yet I am mindful of the fundamental role nurses have played in its evolution. Although medicine in the modern age has been focused on uncovering and correcting the pathophysiology of disease, nursing has remained focused on the well-being of people living with illness, as well as their families. Hospice and palliative care emerged as correctives to the narrow focus on disease modification, reminding the medical establishment that it is not the disease that is our ultimate focus, but the person living with disease.

It is worth recalling that the late Dame Cicely Saunders, who is rightly credited with founding hospice care in the modern era, practiced as a nurse before becoming a physician. Explore the history of any hospice program in the United States and one is likely to discover a local nurse who became a charismatic champion of the needs of dying patients. Indeed, the fundamental values of nursing find full expression in palliative care.

In recent years, nurses with special training and expertise in palliative care have contributed in major ways to the expansion and maturation of palliative services and practice. As director of the Promoting Excellence in End-of-Life Care program of the Robert Wood Johnson Foundation, I have had the opportunity to witness this leadership first hand in pioneering programs across the United States. Nurse practitioners and clinical nurse specialists are often the lynchpins of young, innovative palliative care services, including those based in hospitals, medical ICUs, trauma units, dialysis centers, academic pediatric referral centers, nursing homes, and outreach clinics for underserved rural and urban populations. Working within clinical teams, palliative nurse practitioners and clinical nurse specialists typically perform the core clinical roles of assessing patients and families, diagnosing and treating underlying causes of symptoms and comorbid conditions, coordinating services and contributions from an interdisciplinary team, addressing psychosocial and spiritual distress, and guiding patients and families through the difficult work of life completion. In doing the hard work of caring, day in and day out, these advanced nurse clinicians have been breaking trail for an urgently needed, expanded field.

Advanced practice nurses specializing in palliative care exemplify both the science and art of nursing by coupling evidence-based knowledge and clinical skills with human values of respect, dignity, and loving care. As a discipline, these nurses embody the professional sophistication and pragmatism needed in today's social and health care environments. Collectively, advanced practice nurses represent an essential resource for meeting the needs of our society's ill, infirm and elderly members. This updated edition of 

Palliative and End-of-Life Care: Clinical Practice Guidelines is an outstanding resource for the teaching and practice of the current and coming generations of palliative advanced practice nurses.

Ira Byock, MD

Director of Palliative Medicine, Dartmouth-Hitchcock Medical Center, Lebanon, New Hampshire






CHAPTER 1. THE ADVANCED PRACTICE NURSE IN PALLIATIVE CARE

Kim K. Kuebler, James C. Pace and Peg Esper





Nursing is at the cornerstone in the care and management of patients living and dying from advanced disease. The advanced practice nurse who is either a clinical nurse specialist (CNS) or nurse practitioner (NP) has received additional education (graduate/doctoral) in areas related to medicine and advanced practice nursing. These areas include advanced knowledge and expertise in taking patient histories and performing physical examinations, ordering and interpreting diagnostics, and prescribing medications based on individual patient disease pathophysiology as well as pharmacokinetic, and pharmacodynamic metabolism. Differentiations between the CNS and NP are a result of educational preparation and focus, state practice acts, and specific practice settings, and are described in detail later in this chapter. The CNS and NP differ in their roles, and the majority of states within the United States identify these differing roles through state licensure and practice acts. For example, some states (e.g., Georgia) do not identify the CNS as an advance practice nurse and require registered nurse (RN) licensure without identifying an advanced practice title. In contrast, the majority of states in the United States require that the NP hold both an RN license and an NP license. Discussion on state-specific regulations is also described in further detail later.

A role-delineation study differentiating the CNS and NP was published by the American Nurses Association (ANA) and can be accessed at www.ana.org. The Oncology Nursing Society also completed a role-delineation study that differentiates the roles of the CNS and NP and has began to offer separate certification exams for these two roles (available at www.ons.org).

For the purposes of this chapter, the advanced practice nurse (APN) is identified as being either a CNS or an NP providing care and services to an adult patient population. It is with the understanding that the ANP is responsible for and has an active clinical management role in diagnosing, interpreting, and prescribing for individual patients in the palliative care setting. NPs are allowed to prescribe in all 50 states, whereas the CNS can currently prescribe in 30 states (available at www.nacns.org).


THE ROLE OF THE ADVANCED PRACTICE NURSE IN PALLIATIVE CARE

The APN who has undergone additional education in the care and management of adult patients is in an ideal position within the health care delivery team to ensure coordinated and continuous care for patients and families who are affected by chronic debilitating disease. While palliative care is appropriate for both adult and pediatric patients, the focus in this text is the adult patient and APNs who provide care to this patient population. APNs can serve as the conduit for the patient and family as they traverse the multiple dimensions associated with advanced disease. These dimensions include symptom burden, functional capabilities, communication patterns, and the psychoemotional and spiritual issues that interfere with quality of life.

The APN's ability to perform comprehensive physical evaluations, order and interpret diagnostics, and prescribe appropriate medications while receiving reimbursement allows this clinician to become a valuable and important member in the patient's plan of care (Kuebler, 2003). The APN can be instrumental when initiating palliative interventions throughout the patient's disease trajectory (from diagnosis until death), reducing symptoms and promoting a seamless care model that reduces a fragmentation of care (Davis, Walsh, LeGrand, et al., 2002; Kuebler, 2003). It is the coordination and continuous care provided by the APN throughout the disease course that can help to reduce patient abandonment and isolation from within the healthcare system.

APNs not only provide comprehensive palliative care in a continuous and coordinated fashion but can do this by offering the patient and family compassion along with skilled assessment, interventions, and ongoing evaluation throughout the course of advanced disease until death. This clinician meets the discipline recommendations in palliative care as defined by the World Health Organization (1990):


▪ Substantial body of knowledge


▪ Recognized skill sets requested in consultation and clinical practice


▪ Evidence-based practice, a result of disseminated research data in peer review publications


▪ Development of professional organizations


▪ Growing number of APNs seeking training and additional education in the field


▪ Extensive bibliography






Davis and colleagues (2002) have further identified essential skills necessary for palliative care clinicians to include effective communication, informed decision making, competent management of clinical complications, symptom control, psychological care, care of the dying, and coordination of care (Davis et al., 2002). The APN who integrates palliative interventions into the patient's plan of care is able to incorporate these skills into practice. The APN is able to provide the patient with his or her advanced knowledge of pathophysiology, pharmacology (pharmacodynamic and pharmacokinetic metabolism), and the ability to use appropriate evidence-based interventions (Kuebler, 2003). The APN who is in a collaborative practice arrangement with a physician is able to manage the complex needs of the patient by ordering and interpreting diagnostics, prescribing appropriately, and identifying prognostic indicators that help to set the stage for caring conversations that may shift the goals of care from curative to palliative. The APN is able to identify, support, and make the appropriate referrals that address the multidimensional needs of the patient and family within communities (Kuebler, 2003).




DIFFERENTIATING THE ROLES OF THE ADVANCED PRACTICE NURSE

Today is an exciting time for APNs who are defining and influencing the care of individuals, families, and communities as well as nursing care delivery systems. Most healthcare systems acknowledge four major APN “specialties.” The certified registered nurse anesthetist (CRNA), the certified nurse midwife (CNM), the clinical nurse specialist (CNS), and the nurse practitioner (NP). Each and every advanced practice specialty draws from the rich history of the discipline of nursing while addressing a different societal need for health care. For purposes of discussions related to palliative care, this section (and chapter) address the description and differentiation of the CNS and NP roles.


The Clinical Nurse Specialist

The CNS is an RN with a graduate degree (master's or doctoral degree) leading to preparation as a CNS. The CNS specializes in a particular care setting (critical care, home care, community care) as well as in a specific disease or health issue (diabetes, medical-surgical, pulmonary, trauma). The CNS is deemed a clinical expert in the application of theoretical principles and research-based knowledge in regard to this chosen area of specialization in setting and practice. The CNS's scope of practice is generally defined as encompassing three distinct spheres of influence (Lyon, 2005):


1. Patient/family (direct care)


2. Nursing personnel (advancing the practice of nursing)


3. Organizational/network of care (advancing the organizational management of care)





Practice is usually designated as within a specified interdisciplinary team (e.g., oncology services) or a particular service within an institutional setting (e.g., nursing services or department of internal medicine). Most often, it is the employer that defines the nature and scope of the CNS's sphere of influence, provides and funds the position either totally or in part, and determines how specific outcomes are to be evaluated and by whom. The National Association of Clinical Nurse Specialists (NACNS) (2004) statement on clinical nurse specialists practice and education defines the core competencies for the CNS in each of these core spheres. Additional direct and indirect care aspects of the CNS include indirect roles as consultant-liaison, staff advocate, peer educator, change agent, policy analyst, patient educator, product evaluator, researcher (to include contributing scholarship to the literature), supervisor, mentor, and community advanced practice nurse (Hawkins & Thibodeau, 2000). Currently, there is a shortage of CNSs across the country. During the 1990s, many hospitals and academic centers were pressured to downsize or eliminate CNS positions as a result of reductions in reimbursables to hospitals, the increased costs of care, and the “nonreimbursable” nature of many, if not most, CNS roles (Hawkins & Thibodeau, 2000).

Current challenges for APNs who function in CNS roles include the absence of standardized credentialing requirements for CNS practice that allow for uniformity across state lines. This has led to differing philosophies regarding the educational preparation for the CNS, a defined scope of practice (despite the development of core CNS “competencies”), whether a “second” license is needed for an expanded scope of practice to include prescriptive authority in some states, and how to ensure competence in specialty areas of practice where no current examination exists. There is an evolving need for the CNS to continue to contribute to the literature to support advance nursing practice with a focus on specific disease and care settings, outcomes evaluation based on nursing interventions (best practices) in patient care, and the systematic evaluation of evidence-based innovations in nursing practice. These contributions support the valuable role of the CNS and the impact that they can make on patient care (Lyon, 2005).




The Nurse Practitioner

NPs are usually defined by a specified patient population: family NP (FNP), adult NP (ANP), gerontology NP (GNP), women's health NP (WHNP), psychiatric-mental health NP (PMHNP), acute care NP (ACNP), and pediatric NP (PNP). NP curricula share certain core content areas (advanced pathophysiology, pharmacotherapeutics, advanced health assessment, research and theory development, role development) and then explore pertinent specialty content according to designated populations of need and interest. It is generally recognized that the primary activities/functions of the NP include screening, physical and psychosocial assessment by means of taking health histories and performing physical examinations, patient care management to include follow-up when deviations from the norm are detected, continuity of care, health promotion, problem-centered services related to diagnosis, identification and mobilization of resources, health education, and patient and group advocacy (Hawkins & Thibodeau, 2000). A key component of these functions is the management of pharmacologic therapeutics in all 50 states across all therapeutic specialties and in all locales (Towers, 1991) (Box 1-1). APN curricula are challenged to emphasize quality of care, financial as well as time-based productivity, evidence-based outcomes, and practice cost outcomes, while contributing to equity of care (Allan, 2005). Current challenges include the need to develop practice models that create effective evidence-based interventions for populations differing in terms of ethnicity, culture, gender, and geographic location.


Box 1-1 
Examples of Core Nurse Practitioner Competencies





• Assists consulting physician with treatments and/or examinations


• Consults with physician regarding history, physical examination, assessment, and/or plan of care as needed and as required by protocol (protocol manual on file and duly signed by all parties)


• Dictates or writes clinic notes and any needed discharge summary


• Makes rounds with or in consultation with sponsoring physician


• Obtains health history and performs physical examinations


• Provides health counseling and guidance and instructions to patients regarding diet, medications, disease education, exercise, discharge plans, and follow-up care


• Performs procedures/treatments in consultation with physician with appropriate documentation of same


• Writes or issues orders that are authenticated by both NP and consulting physician


• Determines diagnostics and procedures necessary to augment physical findings and interprets laboratory, radiographic, and clinical data in planning the course of management


• Prescribes medications for patients according to the approved formulary and/or protocol (state dependent)


• Takes call for specified periods of time with physician backup and responds to emergencies within his or her professional limitations











For the past decade, there has been discussion related to singular titling of advanced practice roles with analysis of the commonalities and differences between the CNS and NP. Such titling takes into consideration educational preparation, regulatory issues to include core competencies, certifications, and state–related/defined practice allowances. By 1995, the umbrella “APN” title was accepted as nomenclature for the CNS, NP, CNM, and CRNA designations. The exclusive designation of one title that defines one entity in advanced nursing practice where CNS and NP roles are merged in some way awaits determination.






THE MACMILLAN NURSE

The historical and positive role that the Macmillan nurse has demonstrated throughout the British communities can easily be applied to that of the American APN providing palliative care. Macmillan nurses are posted throughout the United Kingdom; they are highly respected for their palliative care skills and in many ways are the public face of specialist palliative care in the United Kingdom (Skilbeck & Seymour, 2002).

The Macmillan nurse's key role is to influence patient care by providing direct and indirect services. Indirect services involve strategic and policy-making activities (e.g., administrative, legislative) that influence patient care. They accomplish this by empowering and supporting primary care providers by advising on and assessing the development of patient care plans and clinical practice and through teaching and education (Macmillan Cancer Support, 2006). Direct care offered by Macmillan nurses is at the request of primary care providers and usually occurs when individual patients present with complex problems that would require specialist nurse intervention in the management and planning of their care (Macmillan Cancer Support, 2006). The focus of this role is clinical expertise, education, research, and management, contributing to multidisciplinary activities in various settings (e.g., hospital, long-term care, community home care) (Jack, Oldham, & Williams, 2003).

The Macmillan nurse is a CNS who is required to demonstrate a range of abilities that include expertise in and knowledge of advanced disease management and clinical leadership skills that enable other health care professionals to develop palliative expertise. Effective and therapeutic communication skills are required to ensure that their knowledge and skills are passed on to primary care providers (Macmillan Cancer Support, 2006).

A study that evaluated Macmillan nursing outcomes in patients with advanced cancer (n = 26) revealed that Macmillan nurses provided important assistance to patients by facilitating clinical discussion between patient and physician during medical consultations. They participated in co-coordinating actions resulting from those discussions and navigating the patient and his or her family through the healthcare system (Corner, Halliday, Haviland et al., 2003). It was pointed out in this study that Macmillan nurses spent more time with patients and their caregivers, answering questions, explaining medical terminology, and assisting patients to feel more secure about their treatment and what was happening to them—along with understanding the rationale behind specific diagnostics and whether further investigations were necessary and/or how to understand the results of these findings. Macmillan nurses often serve as the intermediary between the medical treatment team and the patient (Corner et al., 2003).


The described role of the Macmillan nurse can be easily applied to the role of the APN in various care settings. However, the NP with a distinct medical management role in palliative care could also benefit by applying attributes used to describe the role of the Macmillan general practitioner (GP). The Macmillan GP is a primary care physician specially trained in palliative care (Macmillan Cancer Support, 2006).

The Macmillan GP in the United Kingdom serves as a facilitator to improve the care of patients with cancer by providing collaborative practice with physicians in primary, oncology, and palliative care settings (Macmillan Cancer Support, 2006). Aspects of this role that can be applied to the APN in palliative care include the following (Macmillan Cancer Support, 2006):


▪ Being an APN in active practice for at least 3 years, with clinical experience in managing patients with cancer and palliative care needs


▪ Showing an active interest in oncology and palliative care with a good understanding and awareness of the emerging cancer and palliative care evidence and strategies nationally and internationally


▪ Demonstrating interest in education and training in palliative care


▪ Having comprehensive interpersonal, communication, and presentation skills


▪ Working as a member of the multiprofessional (interdisciplinary) team, appreciating different roles and responsibilities of the team


▪ Maintaining skills and knowledge in cancer, internal medicine, and palliative care






Lessons Learned from Macmillan Nurses

The presence of palliative care in the United States is predominantly in the setting of end-of-life care—the APN's valuable role in this area of health care is not well understood, with little or no data to support the positive outcomes that can occur between the APN, patient, and family. Palliative care in general, and in nursing specifically, has been accompanied by a preoccupation with questions regarding the benefits that may arise from referral to a palliative care service, or to a nurse specialist, despite the long history of advocating outcomes in nursing research (Corner, Clark, & Normand, 2002). This may come from the analogy of medicine's evidence-based practice, which attempts to measure the impact of disease management on indicators of health outcomes (Corner et al., 2002). Therefore, the role of the APN in palliative care should reflect a genuine preoccupation with demonstrating the effectiveness of the care provided by APNs or whether a specialized palliative care service is of value (Corner et al., 2002). Macmillan nurses have been able to articulate and successfully demonstrate the value of their role in the care and management of patients living with and dying from advanced disease through clinical outcomes. APNs may consider applying the Macmillan nurse framework and the collection of clinical outcomes in their role as a palliative care provider in the United States. As APNs collaborate and clarify their roles in the provision of palliative care, they can aim to apply the best evidence to practice that can help to further inform and influence the development of policy and practice in palliative nursing. Clinical outcomes that will come from this role can further be used to correlate with conventional evidence to provide the best care for the patient and his or her family (Corner et al., 2002).







THE ROLE OF THE ADVANCED PRACTICE NURSE WITHIN THE INTERDISCIPLINARY TEAM

Ideally, all APNs work in team settings where a pooling of talent between and among a variety of professional staff members contributes to the holistic care of patients and families. APNs function independently in terms of their appointed roles and licensure stipulations but contribute interdependently with other team members to ensure seamless and comprehensive healthcare services across systems. The paradigm of the interdisciplinary team (IDT) is “we” where this pool of talent, knowledge, and skills contributes to gains in quality and productivity. Healthcare experts who are members of an IDT might include other medical providers (e.g., MD, NP, CNS, physician assistants [PAs], pharmacists, dietitians, RNs, social workers, occupational and rehabilitation specialists, chaplains, ancillary support service personnel, and community health care personnel). Serving as a team player necessitates functioning with maturity—respecting other professionals, sharing roles and responsibilities, promoting a spirit of cooperation and respect, and abandoning antagonism and conflict (the “us” versus “them” mentality as opposed to a needed spirit of cooperation and respect) (Venegoni, 2000).

Unfortunately, current reimbursement patterns foster the model where a single clinician is reimbursed without considering the skills and services rendered by additional providers or the specified needs of individuals and families. Changes in reimbursement patterns that provide for team-practice reimbursement rates are under consideration by certain payers. Such reimbursement mechanisms would identify substitutive services (where multidisciplinary clinicians offer the same services), supplemental services (multidisciplinary clinicians offer a core set of services plus additional or supplements), and complementary services (where multidisciplinary clinicians offer different services). Using this model, reimbursement is tied to 

services rather than to the discipline of the provider (Davis & Gilliss, 1998). It is therefore important for APNs who integrate unique provider skills into the care and management of patients in many therapeutic areas to collect the important outcomes data that demonstrate comprehensive, collaborative, coordinated, and cost-effective care.




THE ROLE OF THE ADVANCED PRACTICE NURSE IN DIVERSE SETTINGS

Data from the ANA place the number of advanced practice nurses in the United States at just under 100,000 (ANA, 2005). Approximately 58,000 APNs are certified through the American Nurses Credentialing Center (2005). The body of APNs is made up of NPs, CNSs, CNMs, and CRNAs. The American Medical Association estimates that there will be more than 106,500 NPs in the United States in 2006 (Heitz & Van Dinter, 2000). A greater emphasis has been placed on the integration of palliative care within the healthcare arena as a general construct, and the role of the APN in this setting has become an area of increased interest, focus, and research.

Nurses are in a unique position to provide interventions into the cascade of symptoms that patients often experience along the continuum of heath and illness, from birth until death. APNs with additional education and experience are even more uniquely qualified to have an impact on the care of these patients. The role of the APN is being addressed in legislative settings nationwide. Over 250 bills have been introduced in state legislatures across the country that address the practice of APNs, and approximately 20 bills have been enacted at the time of this writing (ANA, 2005).

Specifically focusing on the role of the NP, it is clear that these clinicians have found a place in almost every healthcare setting. This provides NPs with multiple opportunities to facilitate palliative care interventions. An example is the NP providing services for patients with end-stage renal failure. Many of these patients die before receiving hospice services—a result of chronic dialysis and an unwillingness to accept hospice care for fear of relinquishing ongoing dialysis. The NP in this setting has many challenges, which include the physical, spiritual, emotional, psychosocial, and ethical domains of providing care. It is important that these professionals have the resources available to address and meet the palliative care needs of this patient population. Currently, however, it is not uncommon for limited attention to be given to palliative care issues within established practice guidelines and protocols for chronic, life-limiting illnesses (Emnettm, Byock, & Twohig, 2002; Mast, Salama, Silverman et al., 2004).

The oncology NP can demonstrate a unique role in providing palliative care. Depending on the size and type of setting, the NP's day is filled with the urgent complaints made by patients experiencing symptoms related to therapy, managing clinical trials, and coordinating treatment plans. It is not uncommon, however, for this clinician to integrate palliative interventions into the management of patients receiving “noncurative” therapies. Many institutions do not have the luxury of an inpatient palliative care service or a palliative consultation service. As these patients move from aggressive therapy to treatments that are purely supportive, the NP has the opportunity to create seamless transitions for patients and their families. The NP can participate in the responsibility of managing the care of patients admitted to home hospice care—this intervention provides the patient with valuable continuity and coordination of care.

Regardless of the setting within which the APN practices, there are many opportunities for taking the lead to ensure quality palliative care for patients and their families. This need has been reiterated in the Clinical Practice Guidelines for Quality Palliative Care (National Consensus Project for Quality Palliative Care, 2004).




PROTOCOLS AND GUIDELINES: WHAT ARE THEY?


Guidelines


Guidelines are statements developed to provide practitioners and patients with information to assist in decision making regarding healthcare choices for specific clinical situations. They represent the culmination of experience, literature reviews, and state-of-the-art practice typically agreed on by consensus panels (Emanuel, Alexander, Arnold et al., 2004).

The ANA Social Policy Statement, revised in 1996, defined the four essential features of nursing practice (ANA, 1996a), to consider when developing practice guidelines:


▪ Attending to the full range of human experiences and responses to health and illness, without restriction—differing from the problem-focused approach


▪ Integrating objective data with knowledge gained from an understanding of the patient's or group's subjective experience


▪ Applying scientific knowledge to the processes of diagnosis and treatment


▪ Providing a caring relationship that facilitates health and healing





The ANA also maintains that “advanced practice registered nurses integrate education, research, management, leadership, and consultation into clinical roles, and they function in collegial relationships with nursing peers and other professionals and individuals who influence the health environment” (ANA, 1996b).

These elements of basic and advanced nursing practice are intermingled throughout specific clinical guidelines to improve the quality of life for those patients with a life-limited diagnosis (English & Yocum, 1998). While many APNs practice independently, many state regulations require a collaborative practice arrangement, written or verbal, agreed on between an APN and a physician. Palliative care often presents clinicians with challenges outside of the scope of practice and expertise of many nurses. It is therefore important for the APN to identify possible interdisciplinary resources, including a physician versed in palliative medicine along with other members of the interdisciplinary team, to address and support the multiple needs of the patient living with chronic debilitating disease.

These nursing elements encourage the APN to define and develop specific guidelines with a collaborative physician. A carefully developed practice agreement that includes practice guidelines between the APN and collaborating physician allows the APN to practice independently within the scope of nursing practice and without the need to adhere to a rigid, preset course of action. The APN has the ability to use his or her level of expertise, scope of practice, and continued relationship with the patient and family to provide individualized and compassionate care.




Protocols


Protocol is typically used within diplomatic circles but can also be applied to a variety of venues. Scientists have long used the term to define experiment or research designs. The dictionary defines 

protocol as a “correct code of conduct” (Yahoo Education, 2005).

In applying this definition to the APN's practice, it can be used as an agreed-on set of expectations that are carried out when performing a specific procedure or task or managing a specific disease and/or symptom. As previously mentioned, the APN's scope of practice is determined by the specific state practice act, institutional mandates, or both. Collaborative practice agreements (discussed later in this chapter) may also specify how protocols are utilized and incorporated into daily clinical practice.




The Use of Guidelines and Protocols in Clinical Decision Making

Guidelines and protocols should permit the practitioner to incorporate the use of sound clinical judgment when providing individualized patient care, as opposed to rigid adherence to a step-by-step process. A rigid “cookbook” approach to symptom management does not take into account the individual situation and the resultant needs and responses of the patient. The pharmacological management of frequently occurring symptoms in a patient with end-stage disease requires careful assessment, individualized sequential trials of therapy, and ongoing evaluation and monitoring. The management of any symptom requires patience, experience, and ongoing education with the patient and family. While this is true in all clinical situations, it is especially important in palliative and end-of-life care. Applying algorithms specific to an individual symptom such as pain, dyspnea, or delirium may not necessarily produce the desired outcome. While the use of algorithms and care maps should not be discouraged, careful attention should be given to individual patient and family variations, their responses, and the context of care.

Guidelines can help to facilitate care toward best known practices, based on the current evidence. They serve to decrease the variability in care and to improve quality (Emanuel et al., 2004; O'Connor, 2005). It is important to update clinical guidelines or protocols with the integration of current evidence-based interventions. Maintaining an ongoing knowledge of the current research provides the APN with state-of-the-art interventions (evidenced-based practice). The use of guidelines and protocols that incorporate proven therapies benefits patients in everyday practice without sole reliance on personal intuition or anecdotal experiences.

The APN in palliative care is exploring ways and means to embrace evidence-based practice with a model of practice that includes clinical state, setting, circumstances, research evidence, patient preferences, healthcare resources, and clinical expertise. APNs practice from guidelines and protocols that should be tied into the growing body of science that is defining and promoting the field of palliative medicine.






STATE PRACTICE GUIDELINES

Each state's individual nurse practice act determines the specific scope of practice for the APN. State nursing practice acts define the role and responsibilities for practicing APNs to include the following (Berry & Kuebler, 2002; Buppert, 1999; Kuebler & Moore, 2002):


▪ Participate in a collaborative practice arrangement with a physician


▪ Practice under specific protocols and/or guidelines or practice agreements regarding specific diagnosis, evaluation, and management of disease


▪ Licensure requirements and specialty certifications


▪ Prescribing responsibilities (prescriptive authority), the need for delegated prescribing, or whether there is a need for the APN to obtain a DEA (Drug Enforcement Agency) provider number


▪ Ability to obtain reimbursement under state Medicaid programs





The rules governing APN practice routinely come from the state board of nursing (Buppert, 1999). Often, the board of medicine is also involved in APN practice guidance. To learn about specific state rules, access the state board of nursing or seek information from the state nursing association. The American Academy of Nurse Practitioners (AANP) is a valuable resource for this information and can be accessed at www.aanp.org.


Collaborative Practice Arrangement

The Centers for Medicare and Medicaid Services (CMS) in 1998 amended the definition of collaboration to read as follows:

Collaboration involves systemic formal planning and assessment and a practice arrangement that reflects and demonstrates evidence of consultation, recognition of statutory limits, clinical authority, and accountability for patient care, according to a mutual 

agreement that allows the physician and the nurse practitioner to function as independent as possible (Federal Register, 1998).



Successful collaboration requires a re-thinking of the traditional medical hierarchical model of practice (Lysaught, 1986). In a collaborative practice arrangement, the APN and the physician can focus on a holistic approach to patient care. Collaborators are partners and not substitutes for one another who agree to ongoing participation in the patient's plan of care (Berry & Kuebler, 2002; Lysaught, 1986). Figure 1-1 provides an example of a collaborative practice arrangement between an independent NP and a collaborating physician.
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Figure 1-1 
Sample collaborative practice agreement.








It is important to note that regardless of specific state practice acts that do or do not require a collaborative practice arrangement, in order for the APN to submit for a federal Medicare reimbursement provider number, a physician must be identified in the application process. A consulting and supportive physician relationship provides medical direction in the event that the APN's clinical decision making occurs outside the scope of his or her practice (Buppert, 1999).




Delegate Prescriptive Authority

Currently in the United States, more than half of the states allow NPs to prescribe schedule II medications. Some of these states require a delegated authority, meaning that the collaborative physician delegates prescribing practices to the NP. Other states may limit prescribing practices to certain medication schedules (Kuebler, 2003). An example of a delegated prescribing arrangement is given in Figure 1-2.
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Figure 1-2 
Delegated prescriptive authority.













REIMBURSEMENT ISSUES

The legislation that provided authorization for APNs to receive direct reimbursement for the provision of reimbursable Medicare services was passed under the Balanced Budget Act of 1997 and became effective in January 1998 (AANP, 2004). Since this time, ANPs have been providing reimbursable care for patients covered under Medicare Part B providers. Prior to this legislation, care was provided exclusively by physicians (AANP, 2004). Under this law, APNs may provide, order, and refer patients under their own PIN (personal identification number) and UPIN (universal provider identification number). The bill states that the services of the APN cannot be restricted by site and/or geographical areas. Under this new legislation, APNs are no longer limited to billing under the “incident to” clause, which suggests that the APN practice exclusively with an attending physician and provide clinical practice for stable follow-up patients, excluding any new patients or returning patients with a new problem (AANP, 2004). The incident-to billing arrangement will reimburse the collaborative physician at 100% reimbursement, whereas NPs who bill under their own PINs receive 85% of what physicians bill under the same reimbursable codes.

The PIN and UPIN numbers for all physicians and practitioners are being replaced by the NPI (national provider identifier). The objective for establishing an NPI is to assign a unique provider number to each provider of health care services. This will eliminate the need to use multiple numbers for billing and insurance purposes (Towers, 2004). It is anticipated that this new identification system will be used throughout healthcare in compliance with the Health Insurance Portability and Accountability Act of 1996 (HIPAA) and regulations related to the transportability of provider data among various systems (Towers, 2004). Initiated on May 23, 2005, all healthcare providers can apply for their NPI; information on the process to obtain an NPI is available at http://nppes.cms.hhs.gov. As of July 1, 2005, a hard-copy application was made available (obtain at Web site provided). The requirement for use of the NPI in reimbursement transactions is planned for May 23, 2007, for individual providers and May 23, 2008, for small businesses (Towers, 2005). More valuable information about reimbursement can be obtained from the AANP Web site (www.aanp.org).


Medicare Prescription Drug Improvement and Modernization Act

The Medicare Prescription Drug Improvement and Modernization Act (MMA), better known as the Medicare Prescription Bill, included significant language influencing NP practice. After 2006, Medicare recipients without pharmaceutical coverage may want to enroll in the voluntary Medicare Endorsed Pharmaceutical Discount Programs made available through specific pharmacies and pharmaceutical companies (Towers, 2005). The APN may want to become familiar with the various options to explore with individual patients. An important component of this legislation is in the provision of direct reimbursement for serving in the capacity as primary provider for patients who are enrolled in the Medicare Hospice Benefit or in Medicare reimbursed skilled home care. Currently, NPs are not able to directly admit patients into hospice care (this requires two physicians who designate a limited prognosis of 6 months or less) or into the services of skilled home care. The NP, however, is able to seek reimbursement when providing services that reflect primary care management (Towers, 2005).






CONCLUSION

It is the APN who can provide the coordination and comprehensive care management that are often lacking for the patient and his or her family living with a chronic or life-limiting disease. APNs who provide services to adult patients can easily integrate their knowledge and skills into the assessment, management, and evaluation of symptoms that accompany advanced disease from diagnosis until death in multiple settings. Identifying and managing the multidimensional needs of the patient and family make the APN a unique professional on the health care delivery team who is able to collaborate with other providers, make appropriate referrals (psychosocial, spiritual, individual specialists), and engage the patient and family in meaningful conversations that include care options and modifications in advance care planning.

APNs who integrate palliative interventions throughout the trajectory of disease can help the patient and family to better understand prognostic indicators that may suggest a needed shift in care from curative to palliative in nature. It is this coordination of care and patient and family familiarity with the APNs that supports a reduction in a fragmented and less costly care delivery. Lack of coordination comes at a high cost, and it is in the delivery and the collection of palliative clinical outcomes that the APN can demonstrate value within the current reimbursement structure.

APNs have the potential to define, demonstrate, and differentiate their roles and influence patient outcomes when palliative care is utilized. Applying the best evidence and collecting important outcome data that identify patient quality of life through functional capabilities, reduction in symptom burden, access to supportive services, and cost effectiveness will make this provider a leader in the provision and practice of palliative care.



Box 1-2.Additional Resources






Agency for Healthcare Research and Quality

www.ahrq.gov

Agency for Healthcare Research and Quality National Guideline Clearinghouse

www.guideline.gov

American Academy of Nurse Practitioners

www.aanp.org

American College of Nurse Practitioners

www.nurse.org/acnp/index.shtml

Federal Register rules and updates

www.epa.gov/earth1r6/6en/w/offshore/permit11021998.pdf

National Association of Clinical Nurse Specialists

www.nacns.org

Nurse Practitioner Central

www.npcentral.net

Reimbursement realities for advanced practice nurses

www.nursing.umn.edu/professional/reimbursement













REFERENCES



 Allan, J.,  

The nurse practitioner: A look at the future, 

  In:  (Editor:  Stanley, J.)  

Advanced nursing practice2nd ed. (

2005)Davis, 

Philadelphia, pp.  

 xxviii–xxx.


American Academy of Nurse Practitioners, 

Medicare reimbursement fact sheet.  (

2004)Author, Office of Health Policy, 

Washington, DC;

Retrieved May 14, 2006, from www.aanp.org.


American Nurses Association, 

A social policy statement.  (

1996)American Nurses Publishing, 

Washington, DC.


American Nurses Association, 

Scope and standards of advanced practice registered nursing.  (

1996)American Nurses Publishing, 

Washington, DC.


American Nurses Association,  

Government affairs—Summary of state legislation related to APRNs, 

Retrieved August 10, 2005, from www.nursingworld.org/member/gova/aprns05.cfm (

2005).


American Nurses Credentialing Center,  

Frequently asked questions about ANCC certification, 

Retrieved August 18, 2005, from www.nursingworld.org/ancc/certification/certfaqs.html (

2005).


 Berry, P.;  Kuebler, K.,  

The advanced practice nurse in end-of-life care, 

  In:  (Editors:  Kuebler, K.;  Berry, P.;  Heidrich, D.D.)  

End-of-life care clinical practice guidelines  (

2002)Saunders, 

Philadelphia, pp.  

 3–14.


 Buppert, C.,  

State regulation of nurse practitioner practice, 

  In:  (Editor:  Buppert, C.)  

Nurse practitioner's business practice & legal guide  (

1999)Aspen, 

Gaithersburg, Md., pp.  

 104–110.


 Corner, J.;  Clark, D.;  Normand, C.,  

Evaluating the work of the clinical nurse specialists in palliative care, 

Palliat Med 16 (2002) 275–277.


 Corner, J.;  Halliday, D.;  Haviland, J.; 

et al.,  

Exploring nursing outcomes for patients with advanced cancer following intervention by Macmillan specialist palliative care nurses, 

J Adv Nurs 41 (2003) 561–574.


 Davis, L.;  Gilliss, C.,  

Primary care and advanced practice nursing: Past, present, and future, 

  In:  (Editors:  Sheehy, C.M.;  McCarthy, M.C.)  

Advanced practice nursing: Emphasizing common roles  (

1998)Davis, 

Philadelphia, pp.  

 114–136.


 Davis, M.;  Walsh, D.;  LeGrand, S.,  

End-of-life care: The death of palliative medicine [Editorial], 

J Palliat Med 5 (2002) 813–814.


 Emanuel, L.;  Alexander, C.;  Arnold, R.M.; 

et al.,  

Integrating palliative care into disease management guidelines, 

J Palliat Med 7 (2004) 774–783.


 Emnettm, J.;  Byock, I.;  Twohig, J.S.,  

Pioneering practices in palliative care. Publication produced by Promoting Excellence in End-of-Life Care, 

Retrieved July 26, 2005 from www.promotingexcellence.org/apn (

2002).


 English, N.;  Yocum, C., 

Guidelines for curriculum development on end-of-life and palliative care in nursing education.  (

1998)National Hospice and Palliative Care Organization, 

Arlington, Va..




 Hawkins, J.;  Thibodeau, J.,  

Advanced practice roles in nursing, 

  In:  (Editors:  Hawkins, J.;  Thibodeau, J.)  

The advanced practice nurse5th ed. (

2000)Tiresias, 

New York, pp.  

 7–40.


 Heitz, R.;  Van Dinter, M.,  

Developing a collaborative practice agreement, 

J Pediatr Health Care 14 (2000) 200–203.


 Jack, B.;  Oldham, J.;  Williams, A.,  

A stakeholder evaluation of the impact of the palliative care clinical nurse specialist upon doctors and nurses, within an acute hospital setting, 

Palliat Med 17 (2003) 283–288.


 Kuebler, K.,  

The palliative care advanced practice nurse, 

J Palliat Med 6 (2003) 707–714.


  In:  (Editors:  Kuebler, K.;  Moore, C.)  

The Michigan advanced practice nursing palliative care self-training modules  (

2002)Michigan Department of Community Health: Module Nine, 

Lansing, Mich..


 Lyon, B.L.,  

Clinical nurse specialists: Current challenges, 

  In:  (Editor:  Stanley, J.)  

Advanced nursing practice2nd ed. (

2005)Davis, 

Philadelphia, pp.  

 xxv–xxviii.


 Lysaught, J.,  

Retrospect and prospect in joint practice, 

  In:  (Editor:  Steel, J.)  

Issues in collaborative practice  (

1986)Grune & Stratton, 

Orlando, Fla., pp.  

 15–33.


Macmillan Cancer Support, 

Retrieved May 14, 2006, from www.macmillian.org.uk.


 Mast, K.R.;  Salama, M.;  Silverman, G.K.,  

End-of-life content in treatment guidelines for life-limiting diseases, 

J Palliat Med 7 (2004) 754–773.


National Association of Clinical Nurse Specialists (NACNS), 

Statement on clinical nurse specialist practice and education.  (

2004)Author, 

Harrisburg, Pa.;

Retrieved May 14, 2006, from www.nacns.org.


National Consensus Project for Quality Palliative Care,  

National Consensus Project for Quality Palliative Care: Clinical practice guidelines for quality palliative care, executive summary, 

J Palliat Med 7 (2004) 611–617.


 O'Connor, P.J.,  

Adding value to evidence-based clinical guidelines, 

JAMA 294 (2005) 741–743.


 Skilbeck, J.;  Seymour, J.,  

Meeting complex needs: An analysis of Macmillan nurses' work with patients, 

Int J Palliat Nurs 8 (2002) 574–582.


 Towers, J., 

  In:  

Medicare Modernization Act (MMA): Are you utilizing its provisions?  (

2004)American Academy of Nurse Practitioners, Academy Update Office of Health Policy, 

Washington, DC, pp.  

 5–6; 

September.


 Towers, J., 

  In:  

National provider identifier implementation begins  (

2005)American Academy of Nurse Practitioners, Academy Update Office of Health Policy, 

Washington, DC, p.  

 8; 

June.


 Venegoni, S.L.,  

Healthcare delivery systems and environments of care, 

  In:  (Editors:  Hickey, J.V.;  Ouimette, R.M.;  Venegoni, S.L.)  

Advanced practice nursing: Changing roles and clinical applications2nd ed. (

2000)Lippincott Williams & Wilkins, 

Philadelphia, pp.  

 151–174.


World Health Organization, 

  In:  

Cancer pain relief and palliative care  (

1990)Author, 

Geneva, p.  

 804; 

Technical Report Series.


Yahoo Education,  

Definitions, 

Retrieved August 10, 2005, from http://education.yahoo.com/reference/dictionary/entry/protocol (

2005).









CHAPTER 2. PALLIATIVE AND END-OF-LIFE CARE PERSPECTIVES

Mellar P. Davis and Kim K. Kuebler






CURRENT TRENDS

The April 21, 2005, cover story from 

USA Today touted that the “U.S. is getting old fast, seniors will out number school-age children in many states by 2030, the Census Bureau says in a report out today. That promises to intensify the political tug-of-war between young and old for scarce resources” (El Nasser, 2005). This article reviewed the recent population predictions by the U.S. Census Bureau that identified which states will have the largest elderly population growth over the next 25 years. “As you reach the end of life the last year or last two years—the use of medical care is very intense” (Cauchi, 2005, p. 3A). Most states are worried about access and utilization of state Medicaid funding as the Baby Boomers age and place more healthcare demands upon limited resources. Another front page article printed in the February 24, 2005 

USA Today reported, “Health care tab ready to explode, costs could be 19% of total economy by 2014” (Appleby, 2005). Growth in healthcare spending will outpace economic growth through the next decade. By 2014, the nation's spending for healthcare will equal $11,045 per person, up from $6,423 per person in 2005 (Appleby, 2005).

Yet another news release from June 15, 2005, reports that older Americans are less willing to sacrifice physician/hospital choice to save costs (Cassil, 2005). Elderly Americans are much less willing than are working-age Americans to limit their choice of physicians and hospitals to save on out-of-pocket medical costs (Cassil, 2005). The U.S. Department of Health and Human Services (DHHS) has projected that, by 2013, the enrollment share of Medicare managed care plans will increase by 30% from the current level of 12% (Cassil, 2005).

These newsworthy reports parallel the issues that will affect the care of patients living with chronic disease over the next several decades. By 2030, for the first time in history the old will outnumber the young; by 2010, the oldest of the Baby Boomers will reach the age of 65. Not only will there be an increase in older people, but also more people will be living longer with chronic disease (DHHS, 2002; Lynn & Adamson, 2003). Currently, the leading causes of death in the United States are cancer, heart disease, stroke, chronic obstructive pulmonary disease, and dementia (DHHS, 2002; Lynn & Adamson, 2003). Chronic diseases are symptomatic, are progressive, and can interfere with the patient's functional ability and quality of life.

It is here where palliative care can help to support the care of symptomatic patients, improve quality of life, and provide care options that focus on comfort versus cure in a disease that is no longer curable. Palliative care clinicians understand the importance of partnering with traditional care and offering to serve as the conduit between all providers while maintaining patient and family goals of care and providing the coordination, continuity, and cost-effective care that is often lacking in this patient population.

Because the majority of the palliative care programs have been initiated in the oncology setting, this has restricted palliative interventions into the management of chronic debilitating nonmalignant diseases (Kuebler, Lynn, & Von Rohen, 2005). Patients with other diseases such as heart failure and emphysema can also benefit by the knowledge and skills of the palliative care clinician and the comprehensiveness and reliability of palliative care programs (Kuebler et al., 2005). This chapter provides a historical overview of the field of palliative care. It briefly touches on the definitions associated with 

supportive, palliative, end-of-life, and 

hospice care. The advanced practice nurse (APN) providing services to the patient and family who are facing a limited prognosis is in an ideal position to apply the philosophy of palliative care to the care of the patient from diagnosis until death and to recognize when to consider supportive services such as hospice care.




DIFFERENTIAL TERMS AND HISTORICAL PERSPECTIVES

Preceding World War II, the specialty of oncology was divided into surgery, immunology, and endocrinology (Seymour, Clark, & Winslow, 2005). The majority of patients, however, often presented with advanced malignancy; the availability of palliative treatments within the traditional care system were rare, and prescribed opioids were limited for fear of hastening death, precipitating addiction, and producing euphoria (Seymour et al., 2005).

During this era, suffering at the end of life was perceived as a test of spiritual and psychological character. There were a few community-based studies during this time, highlighting the degree of suffering in individual patients. Despite patient suffering, the investigators did not recommend a change in policy or an evaluation of or change in practice patterns (Seymour et al., 2005). Some studies recommended that prescribers consider earlier use of opioids but do so with trepidation (Seymour et al., 2005). Peer reviewed papers found in medical publications during this time that documented the physical, mental, and emotional distress associated with dying generated limited, if any, medical interest in the care of the dying patient (Hinton, 1963).


History of Cancer Pain Management

The modern techniques to manage cancer pain were developed in the 1950s and 1960s and primarily focused on a biomedical approach versus the patient-centered holistic approach common today. The biomedical philosophy was based on the belief that there is a linear relationship between pain and the patient's perception of his or her pain (Seymour et al., 2005). Pain was often viewed as an indicator of disease, and little attention was given to the patient's complaint of pain and how it interfered with quality of life. Physicians focused on disease management as opposed to the patient's perception of his or her symptoms (Seymour et al., 2005). Dr. Wall, a pioneer in the field of pain management, cleverly articulated the approach to symptom management during this time as the following: “In the course of this new direction, symptoms were placed on one side as a sign post along a highway which was driven towards the intended destination. Therapy directed at the sign post was denigrated and dismissed as merely symptomatic” (Wall, 1986, p. 1). Therefore, the frequent use of cordotomy, rhizotomy, and myelotomy was preferred and sought as a means of relieving pain, with opioids often held until the very end of life.






BEGINNING WINDS OF CHANGE

In 1958, Cicely Saunders from the United Kingdom and John Bonica from the United States simultaneously participated in separate prospective observational studies of patients living with and dying from advanced disease and their medical management. These investigators identified two common myths held by healthcare providers caring for this patient population regarding the management of cancer-related pain (Meldrum, 2005; Wall, 1997):


▪ Opioids are inevitably addicting.


▪ Opioids should be administered only with long dosing intervals.





Saunders and Bonica, however, regarded pain and suffering as an integral part of the daily responsibilities of the physician and nurses providing patient care. These pain management leaders took the initial and controversial stance that opioids were essential in the successful management of cancer-related pain (Meldrum, 2005; Seymour et al., 2005). Saunders' first publication in 1958 outlined a philosophy of care that highlighted a holistic, multidimensional, patient-centered approach to pain and symptom management. This philosophy of care continues to provide the framework on which the hospice and palliative care movement is built. This care model includes the following key concepts (Seymour et al., 2005):


▪ The role of the physician should be to accompany the dying patient.


▪ All caregivers involved in the patient's care should enter into and help to support the patient's inner resources for his or her comfort.


▪ Physicians and nurses should apply the knowledge and science accumulated from evidence-based research and practice to provide relief and comfort for the dying patient and his or her family.






St. Christopher's Hospice

Saunders' initial work began at St. Joseph's Hospice in London in 1958 and continued for 7 years. During this time, Saunders recorded detailed regimens of oral and regular opioid treatments, developed symptom management protocols when newly developed medications became available, listened and recorded conversations with patients, traveled, lectured, and authored extensively on the importance and value of opioid interventions in the management of cancer-related pain (Saunders, 2001). On one of her many trips to the United States, she became acquainted with Dr. Raymond Houde from Memorial Sloan-Kettering Cancer Institute in New York City. Houde had designed and participated in many clinical crossover trials involving various opioids in the management of cancer-related pain (Meldrum, 2005). Saunders embraced the value of rigorous research designs and positive clinical outcomes associated with research trials that could promote the selection and utilization of opioid medications in the management of patients with cancer pain. She then brought opioid research to St. Joseph's Hospice and later to St. Christopher's, both designated as demonstration sites. The positive research findings further confirmed Saunders' assertions regarding the effective and safe use of routine opioids in the management of cancer-related pain (Meldrum, 2005).

The initial collaborative opioid studies took place between St. Christopher's Hospice in the United Kingdom and Memorial Sloan-Kettering in the United States. Their combined published papers within the peer reviewed literature became the cornerstone in the foundation to the first World Health Organization (WHO) guidelines on cancer care management in 1982 (Meldrum, 2005).

This new approach to pain management through the utilization of opioids revealed that the methods used for pain control were simple and widely transferable from patient care settings, including the home environment (Saunders, 2001). St. Christopher's became a preeminent clinically based, multidiscipline educational program. Clinicians often took sabbaticals at St. Christopher's to become skilled and knowledgeable about the care and management of patients living with and dying from advanced malignancies. Many of the initial clinicians from St. Christopher's took their newfound skills into the development of the earlier programs such as the Connecticut Hospice, Calvary Hospital, and the Royal Victoria Hospital in Montreal, Canada (Saunders, 2001).

St. Christopher's Hospice, located in London, opened in 1967 with 54 patients, a 16-bed residential wing for the elderly, child care for the staffs' children, a chapel for spiritual care, and planned bereavement services. Home care for home-bound patients began in 1969 and soon became the dominant focus of care (Saunders, 2001). As St. Christopher's became recognized and sought after in the care of ill cancer patients, the inpatient-to-outpatient ratio became 1:10 (Saunders, 2001).




Palliative Medicine

The successful demonstration projects initiated at St. Joseph's Hospice and St. Christopher's led to the establishment of palliative medicine as a medical subspecialty in 1987. Practitioners in New Zealand, Australia, and the United Kingdom took the lead in establishing this medical specialty (Saunders, 2001). Palliative medicine today is a direct result of Saunders' international travels, strong basic and clinical research studies, disseminated data, collaboration among multiple disciplines, and application of the reigning philosophy of “living until you die” (Saunders, 2001).

Saunders' efforts, however, were not without several pitfalls that occurred along the road of hospice and palliative medicine development. The elitism, perfectionism, and protests from “conventional” care providers delayed and alienated important links to the palliative medicine movement (Saunders, 2001). The initial focus of palliative medicine was predominantly on cancer care, which further led to delays in accepting the challenges associated with other diseases such as human immunodeficient virus/acquired immunodeficiency syndrome (HIV/AIDS), chronic heart failure, chronic obstructive pulmonary disease, and amyotrophic lateral sclerosis. Today, however, these diseases have been integrated into the overview of palliative medicine.







CHALLENGES TO THE FUTURE OF PALLIATIVE MEDICINE

The ongoing reductionism and subspecialization that originates from Western medicine in the twenty-first century will challenge the ability to maintain the “whole person” concept of care. The explosion of HIV/AIDS in developing countries will prompt an urgent need to shorten the gap in basic palliative care between developed and developing countries (Saunders, 2001). There is a need to standardize palliative practices, and the routine utilization of psychometrically valid and reliable symptom assessment and quality of life instruments can help to identify outcomes for patients who receive palliative interventions. Palliative care clinicians could learn from Saunders' original methods of listening, recording, observing, and measuring specific interventions. Palliative care clinicians should develop the skills and knowledge that are associated with appreciating and understanding the spiritual, social, and psychologic stress that patients experience with a life-limiting disease—and the impact that this has on the family or loved ones.


Current Palliative Care Trends

There is much activity to develop, validate, and promulgate symptom guidelines. This work is often derived from academic centers and transferred to community-based practices. However, these guidelines should be portable, simple, affordable, and effective. Palliative services should be considered as an extension of care to all patients with advanced disease and not reserved for the dying (Davis, Walsh, LeGrand et al., 2002). Palliation should begin prior to the end of life. This concept has been endorsed by the WHO revised definition of palliative care (Sepulveda et al., 2002): whereas palliative care

… is applicable early in the course of disease, in conjunction with other therapies that are intended to prolong life, such as chemotherapy or radiation therapy, and includes those investigations needed to better understand and manage distressing clinical complications (WHO, 2002).



Often, the aims that palliative care offer to the patient and family differ from the aims of treatment used in curative care (Widder & Glawisching-Goschnick, 2002). Clinicians, however, should consider integrating palliative interventions into the traditional disease-modifying plan of care. For example, discussions with the patient and his or her family that describe and discuss disease-modifying therapies should also include descriptions of and discussions on the integration of palliative interventions that can be used to improve the patient's symptom profile and quality of life (Kuebler et al., 2005). Therefore, disease-modifying care (curative care) and palliative care can and should occur simultaneously and routinely. This allows clinicians to modify the course of disease management whenever possible by increasing the intensity of palliative interventions when the patient becomes symptomatic and all medical therapeutics in reversing underlying pathophysiology have been exhausted (Kuebler et al., 2005).






DEFINITION OF TERMS


Palliative care, supportive care, end-of-life, and 

hospice care are terms that are frequently used interchangeably. Yet, hospice and end-of-life care are distinctly different from the others. While hospice and end-of-life care are always a part of palliative care and/or supportive care, the reverse is not always true (Kuebler et al., 2005). The following discussion identifies the differences and similarities associated with these terms.


Supportive Care

The cure for cancer remains below 50% for all patients who present with cancer, and cancer accounts for more than 25% of all deaths in the United States (Browner & Carducci, 2005). Therefore, the evaluation and successful management of symptoms that accompany malignancy can help to define how well the patient lives with his or her disease (Cherny, Catane, & Kosmidis, 2003). Supportive care and its associated interventions are often used concurrently with traditional disease management to effectively manage the symptoms associated with a diagnosis of cancer or other advanced diseases (Cherny et al., 2003). 

Supportive care has been defined as optimizing comfort, improving function, maintaining social support, and minimizing the adverse effects of antitumor therapy during active cancer treatments (Cherny et al., 2003).

The National Institute for Clinical Excellence (NICE) guidelines in supportive and palliative care identified and described 13 characteristics associated with supportive care (Box 2-1). The rationale associated with defining these supportive care characteristics includes the following (Thomas & Richardson, 2004) points:


Box 2-1 
Key Elements to Supportive Services (National Institute for Clinical Excellence Model)





1. Coordination of care


2. Patient views and values are ascertained during the development of supportive services


3. Face-to-face communication


4. Information that includes options at each pathway of care and free information services (verbal, written, or video) sensitive to culture, education, spiritual, and language needs


5. Psychological supportive services


6. Social supportive services


7. Spiritual supportive services


8. Palliative care services (general)


9. Specialists in palliative care services


10. Rehabilitation services


11. Complementary services


12. Social services for families and caregivers


13. Workforce development for supportive and palliative services








Data from Cherny, N. (2003). European Society of Medical Oncology (ESMO) joins the palliative care community. Palliat Med, 17, 475-476.




▪ There is a wide variation in the quality of care from institution to institution.


▪ Services are not universally available.


▪ The needs of patients often go unrecognized throughout the course of disease.


▪ Supportive services are generally multidisciplinary and there is a lack of interprofessional communication and coordination.






Supportive and palliative care services are by no means components of or exclusive of one another. Both are “highly patient-oriented approaches and dependent on each other like Siamese twins and each are important in the education and clinical practice of optimal comprehensive cancer care” (Senn & Glaus, 2002). Supportive care is perhaps the least well-defined label given to the treatment of symptoms and palliation (Kuebler et al., 2005). The supportive care label in oncology includes therapies that support patients through antineoplastic therapies. Supportive care specialists have made notable strides in the management of treatment related complications, including chemotherapy-induced nausea and vomiting, mucositis, growth, factors for myelosuppression and anemia, and bisphosphonates for bone-related complications (Body, 2003; Desai & Demetri, 2005; Gralla et al., 2005; Senn & Glaus, 2002).

Antibiotic transfusion services and psycho-oncology, although older in existence than “target-specific” supportive therapies, are nonetheless important for good supportive care. Finally, nutrition support provided for those who have lost weight due to lack of calories rather than for cancer cachexia should be considered as part of supportive services (MacDonald, 2003).




Palliative Care in Palliative Medicine

Palliative medicine is the medical subspecialty within internal medicine that combines supportive care with the medical management of disease-modifying therapy (Byock, 2000). Seven skill sets have been identified to successfully provide palliative medicine; they include the following (Davis et al., 2002):


▪ Effective communication


▪ Patient-centered decision making appropriate for the stage of disease and condition of the patient


▪ Management of cancer or nonmalignant disease complications


▪ Symptom control


▪ Psychosocial and spiritual care


▪ Care of the dying (end-of-life care)


▪ Coordination of care and continuity





Palliative care (the practice of palliative medicine) is not a time-confined but rather a goal-oriented and patient-centered care delivery model (Davis et al., 2002). Palliative medicine is preventive in that early interventions prevent and improve poorly managed pain and other symptoms, improve communication patterns between patient and providers, reduce a discontinuous or fragmented care approach, and reduces psychosocial or spiritual suffering that is amplified if left untreated in the dying process (Davis et al., 2002; MacDonald, 2003). Palliative medicine has become a recognized subspecialty with a substantial body of peer-reviewed literature, a growing number of physicians entering the field, ongoing clinical research, and disseminated data (Davis et al., 2002).

The WHO's first definition of palliative care appeared in 1990, and the modified version of this definition was published in 2000. The 1990 definition emphasizes control of symptoms but identifies the potential for earlier application of the principles of palliative care, whereas the current definition stresses the preeminence of the prevention of suffering achieved through either eliminating the anticipated causes of suffering (e.g., use of bowel hygiene when placing patients on opioid therapies) or treating the cause of distress at onset to prevent or slow progression (e.g., development of delirium, increased pain, or functional loss) (MacDonald, 2005).

The palliative philosophy of care, as embraced by the Last Acts Palliative Care Task Force (2004), The National Hospice and Palliative Care Organization (NHPCO, 2006), WHO (2002) and the Center to Advance Palliative Care (CAPC, 2006), includes the following elements:


▪ Provides relief from pain and other distressing symptoms, reducing the symptom burden


▪ Identifies death as a normal process, neither hastened nor postponed


▪ Recognizes that the dying process is profoundly individualized and occurs within the dynamics of the family


▪ Enhances the quality of life by recognizing and integrating interventions for the physical, psychological, social, and spiritual dimensions of the patient


▪ Utilizes the multidisciplinary team to address the multiple needs of the patient and family; this includes bereavement counseling if needed


▪ Enhances quality of life and may positively influence the course of disease


▪ Applies evidence-based practice to support appropriate interventions that improve patient quality of life








Palliative Care Programs

“For a health care system whose essential motivation is based on curing the sick, the treatment of the chronically ill is not very satisfying … there is a paradox of everyone agreeing on the importance of research and prevention, yet continuing to increase disproportionately the amount spent on treating existing illness,” wrote the Canadian government in a report (Lalonde Report, 2004). The accelerating population of the aging are living longer with advanced (chronic) disease; this has created an impetus in both Canada and the United States in placing most of the health care resources on the treatment of fatal conditions, which in many instances could have been prevented (MacDonald, 2005). The demonstration of palliative care has never come at a more important time. Oncology settings have set the stage for palliative care programs. As more programs develop across the United States, there is an increasing need for standards and competencies that will promote the best care possible. The integration of palliative medicine into comprehensive cancer centers in the United States not only is a requirement for being identified as a center of excellence but has been successfully accomplished (Ahmedzai et al., 2004).

A WHO Demonstration Project, the Harry R. Horvitz Center for Palliative Medicine at the Cleveland Clinic Foundation, is a comprehensive integrated program that includes hospice consultation services, an outpatient clinic, acute care inpatient services, hospice and home care services, and hospice inpatient services (Walsh, 2001). The Cleveland Clinic palliative medicine program assumes primary care management for the patient while undergoing chemotherapy or radiation therapy. The advantages include (1) multiple points of access and day-to-day assessment and management prevent untoward symptoms; (2) expertise for these complex and often highly symptomatic patients; and (3) reduction in the patient's symptom burden, which improves quality of life and reduces the cost associated with seeking multiple providers (Lagman & Walsh, 2005).


Palliative services should be evaluated by the same standards economically, administratively, and philosophically as any other medical service. The net financial impact of an acute medicine unit can be the same as that of an oncology unit (Davis, Walsh, & Nelson, 2001; Lagman & Walsh, 2005). Other palliative medicine programs aside from the Cleveland Clinic Program include the M. D. Anderson Cancer Center, which was initiated in 1999 and opened an inpatient unit in 2003. Other programs, such as those of Northwestern University, University of Wisconsin, and the National Cancer Institute, among others, are active and integrated into a comprehensive cancer center. These programs are dedicated to (1) hospitalwide service with consultation, (2) physicians trained in palliative medicine, (3) multidisciplinary care, (4) continuity, (5) strong commitment to educating clinicians in palliative medicine, and (6) research and desire to advance the discipline of palliative care (CAPC, 2006; Lagman & Walsh, 2005).

The CAPC (2006) has developed standardized aspects of palliative care that have been endorsed by multiple national organizations, and these standards may be considered in any setting adapting a palliative medicine program.




Similarities and Differences

As a result of the palliative medicine centers of excellence, national professional organizations/associations, and federal and state attention to this needed area of medicine—a new standard of care has been determined that integrates palliative interventions into traditional medicine. This mixed management model combines the benefit of palliative and/or supportive care with traditional (curative) care and is focused on treatments for comfort, individual coping, and maintaining quality of life (Bomba, 2005; Browner & Carducci, 2005; Byock, 2000; Choi & Billings, 2002). This model has been extended to nonmalignant life-limiting disease such as heart failure, pulmonary obstructive disease (COPD), and others (Davis et al., 2005; Hauptman & Havranek, 2005; Pantilat & Steimle, 2004) This new paradigm provides for the continuum to range from aggressive curative care to comfort care, and allows for parallel management from diagnosis to death—supporting coordination, continuity, and cost effectiveness (Browner & Carducci, 2005).

The term 

palliative medicine, however, should not be used synonymously or confused with end-of-life care. To “broadcast that palliative care is about caring for the dying simply reinforces (that the physician should only refer patients) when they are actively dying” (Woodruff, 2002). 

End-of-life care is a quantitative term that excludes the purpose of care and fails to recognize the skill sets inherent in good palliative medicine (Davis et al., 2002). 

End-of-life care is a term that does not adequately describe the patients who have a high case mix index with complex problems requiring the skills for effective palliation. It advertises interest in only the imminently dying and encourages a discontinuous rather than a parallel or mixed care model (Davis et al., 2002).

When patients and their families have exhausted all treatments to reverse the life-limiting disease and all therapies modifying the disease have failed, the patient who has not received palliative care prior to this cross in the road may be highly distressed and symptomatic. Because the patient is close to the end of his or her life, he or she may be referred to an end-of-life care specialist. If Saunders describes optimal palliative services as encouraging patients to “live until they die,” then the term 

end-of-life services does little to promote this.







HOSPICE AND END-OF-LIFE CARE

Florence Wald, dean at the School of Nursing at Yale University, New Haven, Connecticut, is considered the mother of the American hospice movement. In 1963, she invited Saunders to give a series of lectures throughout the communities of New Haven. These lectures and associated conversations lead to a seminal event and establishment of The Connecticut Hospice in 1974 (Saunders, 1999). Since this time, Wald's observations have been apropos to the current structure of hospice care. “Hospices grew throughout the nation first as a grass roots healthcare reform effort. Later healthcare and governmental planners became increasingly convinced of the financial as well as the quality of life benefits. Consumers grew to understand that they had the right to influence the quality of their remaining life. Ethical and philosophical values regarding self-determination, family and staff support, dignity, and interdisciplinary team responsibility lead to the change in perception of what patients and families should receive from healthcare providers” (Foster & Corless, 1999, p. 12).

Many of Wald's beliefs and her advocacy for end-of-life care can be associated with the European Society of Medical Oncologists' core principles in end-of-life care (2003) (Box 2-2).


Box 2-2 
European Society of Medical Oncology Core Principles for End-of-Life Care
Oxford University Press





1. Respect the dignity of both the patient and caregivers.


2. Be sensitive to and respectful of the patient's and family's wishes.


3. Use appropriate measures (therapeutically) that are consistent with the patient's wishes.


4. Make alleviation of pain and other symptoms a high priority.


5. Recognize that good care of the dying person requires quality medical care but also entails services that are family and community based to address psychological, social, and spiritual as well as religious problems.


6. Offer continuity with the primary physician and/or oncologist if the patient so desires.


7. Advocate access to therapies that are expected to improve the patient's quality of life and ensure that the patient who chooses alternatives to nontraditional treatments is not abandoned.


8. Provide palliative and hospice services.


9. Respect the patient's right to refuse treatment (or assigned surrogates may authorize refusal of treatment when the patient cannot participate).


10. Respect the physician's professional responsibility to discontinue burdensome and ineffective therapies with consideration for both patient and family preference.


11. Promote clinical and evidence-based research in the end-of-life care.








From Cherny, N.I., Catane, R., & Kosmidis, P. (2003). ESMO takes a stand on supportive and palliative care. Ann Oncol, 14, 1336, by permission of Oxford University Press.



In the 1994 Standards of a Hospice Program of Care, the National Hospice and Palliative Care Organization (NHPCO) defined 

hospice care as a model of palliative care in a defined group of people. “Hospice offers palliative care to all terminally ill people and their families regardless of age, gender, nationality, race, creed, sexual orientation, disability, diagnosis, availability of a primary care, or ability to pay” (NHPCO, 1994, pp. 39-74). The prevailing precept of hospice care is that dying is a normal stage in the lives of individuals and families (Last Acts Palliative Care Task Force, 1997).

When the Medicare hospice benefit was adopted by the U.S. Congress in 1982 to support the development of hospice care, an appropriate length of hospice service was thought to be 6 months. However, patients currently enrolled rarely reach a 6-month hospice admission, with the average length of stay now less than 30 days (Byock, 2000). In 1994, the medium length of stay in hospice was 26 days, and in 1998, it was 19 days (Lynn, 2001; NHPCO, 1994). The 6-month survival criteria could be interpreted as “virtually all patients with this condition would be dead” or it would be reasonable to assume that someone in this condition would have less than 6 months to survive (Lynn, 2001).

Failure to optimize length of hospice service is related to attitudes, beliefs, and misperceptions. A few of the barriers that are associated with late referral into hospice care include a public perception that end-of-life and palliative care reflects the care of a loved one who is actively dying and a belief that most patients will enter into hospice care a few days prior to death and often with a loss of function (low Karnofsky Performance Score [40 or lower]), progressive disability, and limited ability to provide self-care, all of which rapidly worsen prior to death (Lynn, 2001). Hospice, a valuable service for the patient and family at the end-of-life, includes:


1. Home care services (which are the most common)


2. Hospice teams within hospitals


3. Hospice units within hospitals


4. Hospices with hospital affiliations


5. Freestanding hospices (autonomous)





Some hospices will have several of these elements within their programs (Abyad, 1994). Independent programs with full home care services are likely to be the most innovative in practice. However, sound home care programs remain the essential element to all hospices (Abyad, 1994). The goal of hospice is to allow patients to die with dignity, comfort, and pain and symptom control within their own home. The structure of the interdisciplinary team within hospice differs compared with that within palliative programs. A registered nurse with advanced training in physical assessment, pain control, and symptom management provides much of the day-to-day care, and the physician is the advisor and supervisor of care. The hospice nurse must be skilled in family care and provide specialized services such as wound care, intravenous medications, and catheter insertions (Perron & Schonwetter, 2001). The social worker is trained in counseling the dying patient and family. Chaplains provide spiritual support and religious services. Volunteers provide a multitude of functions such as sitting with the patient to allow families to have respite time to run errands or providing some domicile help for families. Medicare requires that 5% of patient care be delivered by trained volunteers. For hospice interdisciplinary work to be effective, communication within an interdisciplinary meeting is required (usually once weekly). Family meetings are arranged depending on need. Communication with the attending (nonhospice) physician who has been involved in care is maintained and is particularly important if there are changes in therapeutics (Perron & Schonwetter, 2001).


Hospices may need to assist with alternate placement of patients when home care is no longer possible or when temporary admission to an inpatient hospice or palliative medicine unit is warranted because symptoms are not well controlled or families are exhausted. These respite or symptom admissions are covered by the Medicare Hospice Benefit. The Medicare Hospice Benefit that provides a per diem reimbursement is not adjusted to case mix but must cover all medications, durable medical equipment, and visits made to the home by the various disciplines involved in the patient's care.




THE FUTURE OF PALLIATIVE AND END-OF-LIFE CARE

The future and growth of palliative medicine are largely determined by its acceptance within the traditional medical model. Legislative changes may influence the manner in which this is achieved—reimbursement criteria are evaluated based on patient prognosis and/or prognostic indicators. It is safe to say that in this era, health care costs cannot keep rising faster than the gross domestic product (Appleby, 2005). The focus of palliative care on preventing symptoms, coordinating care services, reducing unnecessary diagnostics or expensive therapeutics, and offering ongoing conversations with the patient and his or her family about changes in the disease and shifts in the plan of care can only be considered a valuable service to patient, family, and society.

The APN is in an ideal position to facilitate early conversations with a patient and family and to ensure ongoing and updated advance care planning, especially when the patient experiences an acute exacerbation of the disease, which reduces his or her functional capacities. The APN is able to recognize when along the disease trajectory to initiate and integrate palliative interventions, increase the intensity of interventions, and make referrals for alternate support for the patient and family. The APN who is skilled and knowledgeable about the pathophysiology of disease, the impact of specific symptoms, and their appropriate management can become a vital member of the patient's health care team and help to support the patient to “live until they die.”
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CHAPTER 3. THE DYING PROCESS



The author would like to acknowledge Patricia H. Berry, Julie Griffie, and Kate Ford Roberts for their contributions that remain unchanged from the first edition of this textbook.

Debra E. Heidrich







“How people die remains in the memories of those who live on.”

Dame Cicely Saunders





As diseases progress and death nears, the focus, goals, and rhythm of care change. A decline in physical functioning is often the first indication that a patient is entering the terminal phase of life (Gauthier, 2005). Functional decline usually occurs 4 to 5 months before death in persons with malignant diseases and approximately 3 to 4 months before death in persons with organ failure. Frail persons in long-term care settings tend to have a slow decline in function over the last 12 months of life (Lunney, Lynn, Foley et al., 2003). As physical function declines, the number of medical disciplines directly providing care to the patient often decreases as the individual becomes too weak for an office or clinic visit. And, the number of informal caregivers (i.e., family and friends) increases as the patient becomes increasingly dependent on others for care. The physical and emotional demands of caring for a loved one at end-of-life can be overwhelming. It is during this time that patients and family members need the expertise and support of a palliative or hospice care program.

At the time patients and families need consistency, follow-through, and a feeling of connection, they may—and rightly so—feel increasingly distant from the relationships with their health care providers. It is during this time that the advanced practice nurse (APN) can provide valuable continuity by facilitating home care resources and by providing consultation and support via telephone contact and/or home care visitations.

The terminal phase is not simply a continuation of the previous care (Furst & Doyle, 2003). Symptoms often change at end-of-life. Disease-specific symptoms may intensify (e.g., dyspnea in pulmonary malignancy), others subside, and new symptoms may appear. The prevalence of symptoms at end-of-life as reported in the literature varies with the study setting, patient population, data collection tool, and timing of data collection in relation to patients' deaths (Table 3-1).



TABLE 3-1 Symptom Prevalence at End of Life


Data from Klinkenberg, M., Willems, D.L., van der Wal, G., et al. (2004). Symptom burden in the last week of life. 

J Pain Symptom Manage, 27(1), 5-13; Kutner, J.S., Kassner, C.T., & Nowels, D.E. (2001). Symptom burden at the end of life: Hospice providers'perceptions. 

J Pain Symptom Manage, 21(6), 473-480; Tranmer, J.E., Heyland, D., Dudgeon, D., et al. (2003). Measuring the symptom experience of seriously ill cancer and noncancer hospitalized patients near the end of life with the Memorial Symptom Assessment Scale. 

J Pain Symptom Manage, 25(5), 420-429; Hickman, S.E., Tilden, V.P., & Tolle, S.W. (2001). Family reports of dying patients'distress: The adaptation of a research tool to assess global symptom distress in the last week of life. 

J Pain Symptom Manage, 22(1), 565-574; and Hall, P., Schroder, C., & Weaver, L. (2002). The last 48 hours of life in long-term care: A focused chart audit. 

J Am Geriatr Soc, 50(3), 501-506.
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	—, Not reported in the study



	
	
	
	Symptoms (%)



	Author
	Setting/Population
	No. of Subjects
	Anxiety or Worry
	Anorexia
	Constipation
	Concentration Difficulties
	Confusion/Delirium
	Depression/Feeling Sad
	Drowsy
	Mouth Dry
	Dyspnea
	Fatigue/Lack of Energy
	Nausea and Vomiting
	Pain



	Klinkenberg, Willems, van der Wal, et al., 2004
	After-death survey of relatives of older adults
	270
	31
	—
	—
	—
	36
	28
	—
	—
	50
	83
	25
	48



	Kutner, Kassner, & Nowels, 2001
	Hospice staff from 16 hospices rating of patient symptoms
	348
	43
	63
	39
	60
	—
	51
	61
	34
	48
	83
	24
	76



	Tranmer, Heyland, Dudgear, et al., 2003
	Interviews of hospitalized patients near end-of-life
	135
	70
	52
	39
	44
	—
	53
	70
	81
	62
	84
	44
	63



	
	
	
	
	
	
	
	
	
	
	
	Nausea
	



	
	
	
	
	
	
	
	
	
	
	
	25
	



	
	
	
	
	
	
	
	
	
	
	
	Vomiting
	



	Hickman, Tilden, & Tolle, 2001
	Family members of persons who died in a hospital
	103
	26
	53
	30
	—
	—
	43
	59
	60
	65
	67
	—
	59



	Hall, Schroder, & Weaver, 2002
	Chart audit noting symptoms in last 48 hours of life in long-term care settings
	185
	—
	—
	—
	—
	29
	—
	—
	—
	62
	—
	—
	44







Mercadante, Casuccio, and Fulfaro (2000) evaluated 370 home-based patients with advanced cancer and showed that the peak of opioid consumption, symptom frequency, and symptom severity correlated with poor functional status. Symptoms of nausea, vomiting, dry mouth, gastric pyrosis (heartburn), and diarrhea decreased as performance status declined, whereas dyspnea, drowsiness, weakness, and confusion tended to increase and to peak at the lowest levels of functional status.


In another study, Klinkenberg, Willems, van der Wal et al. (2004) identify seven symptoms most often reported in the literature at end-of-life: fatigue, pain, dyspnea, depression, anxiety, confusion, and nausea and/or vomiting. Family caregivers were queried to identify the presence of these symptoms during the last week of their loved ones' lives and to rate the frequency, severity, and burden associated with each symptom experienced by their loved ones. Seventy-five percent of patients had two or more of these symptoms in the final week of life (range = 0 to 7; mean, 2.7). All seven symptoms were perceived by caregivers as burdensome to patients, with fatigue being the most burdensome, followed by pain, anxiety, dyspnea, depression, nausea/vomiting, and confusion. While studies of this nature are often difficult to generalize across settings and populations, it is clear that patients at end-of-life are at risk and experience multiple symptoms that create significant burdens and interfere with quality of life.

Although psychosocial symptoms are common in the dying patient, they are often not adequately evaluated or managed (Georges, Onwuteaka-Philipsen, van der Heide et al., 2005). Depression and anxiety (or anxiety-related symptoms such as nervousness, worry, or irritability) are included in most studies of symptom prevalence. The issues of loss, grief, isolation, sexual dysfunction, disturbed self-concept, spiritual distress, loneliness, and concerns about caregiver burden are less often assessed, yet these issues are no less important than physical symptoms. Georges et al. (2005) noted that a peaceful death is impeded by feelings of anxiety and loneliness.

Seriously ill patients queried about the importance of selected attributes to quality end-of-life care identified the following as the five most important concepts (Steinhauser, Christakis, Clipp et al., 2000):


▪ Freedom from pain


▪ Being at peace with God


▪ Presence of family


▪ Being cognitively aware


▪ Having treatment choices honored





Providing multidimensional care is essential at the end of life—including optimal physical care (e.g., pain relief), spiritual care, psychosocial care, and ongoing communication regarding advance care planning. Patients and families who were asked to identify the most important aspects of a physician's skills when providing end-of-life care identified emotional support more often than medical competence (Wenrich, Curtis, Ambrozy et al., 2003).

Careful evaluation of all symptoms is necessary throughout the course of a patient's care, including the last days and hours of life. Ideally, interventions are aimed at addressing and relieving the underlying cause rather than treating the outward symptom. For example, restlessness related to the discomfort from urinary retention is best relieved with catheterization rather than the introduction of a benzodiazepine. The underlying cause is not always readily identifiable or treatable; in these circumstances, interventions are directed to lessen the uncomfortable symptom.

The APN is in an ideal position to anticipate, evaluate, and monitor for physical and psychosocial symptoms. Providing the patient and family with the appropriate education about what to expect based on the disease process can reduce the anxiety and fear that often accompany “not knowing.” For example, dyspnea, respiratory secretions, cough, and pain are expected symptoms in the patient with metastatic lung cancer. Teaching the patient and family what to expect and how to address these symptoms when they do occur makes it less likely that these events will be perceived as “crises.”

It is important to realize that each situation is unique and that the patient and family often ascribe meaning to their experiences based on their own perspectives. For each patient and family, psychological, spiritual, cultural, and family issues converge and contribute to the end-of-life experience, no two of which are alike.

With few exceptions, the health care team has only one chance to “get it right” when caring for patients and families at end-of-life (Berry & Griffie, 2005). Excellent palliative care received in the months prior to death is not remembered if physical and psychosocial symptoms are not optimally addressed in the dying process (Furst & Doyle, 2003). This point was emphasized by Dame Cicely Saunders when she stated, “How people die remains in the memories of those who live on.”


CARE AT END-OF-LIFE

Patients nearing death are often weak, fragile, and less tolerant of physical and psychosocial stress. It is during this time that palliative interventions intensify and the focus on restorative care decreases. The goals of care are to prevent and appropriately manage symptoms and to support quality of living throughout the dying process.


Medications

During the dying process, the APN should evaluate all medications that the patient is taking and consider discontinuing medications that are not required to promote comfort (Ellershaw & Ward, 2005). The clinician must discuss with the patient and family why specific medications are no longer necessary. Without an appropriate explanation, the discontinuation of medications may appear to the patient or family as a death-hastening intervention. Medications such as antihypertensives, antidepressants, laxatives, antiulcer drugs, anticoagulants, long-term antibiotics, iron preparations, and vitamin supplements that are no longer essential may be discontinued. Medications such as steroids, replacement hormones, hypoglycemics, diuretics, antiarrhythmics, and anticonvulsants should be evaluated for efficacy and usefulness in the management of the disease and symptoms; those that are no longer beneficial for patient comfort may be discontinued (Furst & Doyle, 2003). It is important for the APN to understand how to successfully taper certain medications (e.g., antidepressants, steroids, hormones, benzodiazepines, and anticonvulsants) to avoid the discomforts associated with abrupt withdrawal.

Some patients are able to swallow until a few hours before they die, whereas others are unable to swallow for weeks or days before death occurs. Alternate routes of administering medications, including sublingual, buccal, rectal, subcutaneous, and intravenous, may be considered. Some individuals consider certain routes objectionable (e.g., rectal, subcutaneous). Discussing these various routes with the patient and family and assessing their willingness and ability to use these routes are important considerations when planning care.





Dehydration

Patients should be encouraged to maintain oral fluid intake for as long as possible. As death approaches, however, patients are often unable to take in adequate fluid by mouth. There is considerable debate regarding the use of nonoral hydration at the end of life and no consensus on the single best approach to care (Fainsinger, 2005). It is essential for the APN to assess the potential risks and benefits of artificial hydration while aiming to maintain comfort, prevent complications, and avoid unnecessary or distressing procedures (see Chapter 23). Key considerations when determining the role of nonoral hydration include the following (Fainsinger, 2005):


▪ Expressed wishes of the patient or surrogate decision-maker regarding the use of hydration


▪ Patient-defined goals that can be influenced by hydration


▪ Symptom burden that may be improved by withholding hydration (e.g., fluid overload) or providing hydration (e.g., delirium)


▪ Burden to patient and caregivers of maintaining nonoral hydration


▪ Family distress concerning withholding hydration/nutrition





When in doubt, a time-limited trial of nonoral hydration while vigilantly monitoring for improvement or uncomfortable effects is appropriate.

A dry mouth is not necessarily an indicator that the patient needs rehydration (Furst & Doyle, 2003). Patients should be encouraged to keep the mouth moist by sipping cold water, allowing ice chips to melt in the mouth, or eating sorbet (lemon flavoring is refreshing and stimulates saliva). As an alternative, water or normal saline (1 teaspoon of salt in a quart of water) can be sprayed into the mouth using a sprayer bottle or an atomizer. Artificial saliva preparations are available in liquids, sprays, and gels and can be applied to the oral mucosa. Water-soluble lubricants, such as KY Jelly or Surgilube, can be used to keep lips and gums moist. Careful evaluation of the oral mucosa is necessary to assess for lesions or signs of infection.




Signs and Symptoms of the Imminent Dying Process

With few exceptions, there are predictable signs and symptoms that signal that death is nearing. The clinician can use these symptoms as a guide to help the patient and family plan for the death and to clarify with family members their desires and needs at the time of death.


Asthenia

As weakness increases, the patient may progress from a bed-to-chair activity level to being completely bed-bound. Joints may become stiff and add to discomfort (Ferris, von Gunten, & Emanuel, 2003; Moneymaker, 2005). Unless movement makes the patient more uncomfortable or agitated, caregivers should be taught gentle passive range-of-motion exercises and interventions to prevent skin breakdown, such as turning schedules and the use of air mattresses (see Chapter 28).




Pain

In the dying process, a new pain may develop and chronic pain may increase in intensity, decrease in intensity, or remain the same (Pitorak, 2003). As renal function declines, some medications will remain in circulation longer or their active metabolites (e.g., morphine-3-glucuronide and morphine-6-glucuronide) may accumulate. The need to adjust analgesic doses or schedules should be evaluated throughout the dying process (see Chapter 32). Not all patients have pain, and some with mild pain may not need or desire significant intervention.




Changes in Mentation

In the days to weeks before the patient dies, he or she may doze frequently, even in the middle of conversations, and total sleeping time increases (Moneymaker, 2005). The patient may progress from being sleepy to lethargic to obtunded to semicomatose to comatose (Ferris et al., 2003). It is important to not “test” for the level of consciousness with an uncomfortable stimulus, such as a sternal rub; document the level of arousal when the patient's name is called or with a gentle shaking of the shoulder. Not all patients proceed through this progressive decline in their level of consciousness; some remain conscious up until the final 10 to 15 minutes of life.

A short attention span or difficulty processing information becomes more common as death approaches. Keeping sentences or questions short and allowing time for the patient to process both the question and the response to the question may assist with communication. The APN must evaluate if the difficulty in concentration is an early sign of delirium and, if present, treat it appropriately (see Chapter 24).

Agitation or delirium at end-of-life can be caused by physical discomfort, emotional and spiritual distress, medications, or dehydration. The APN should assess for any conditions or medications that might contribute to delirium and treat them appropriately based on the cause and the patient's proximity to death. One factor that may contribute to delirium in the final days or hours of life is sudden discontinuation of specific medications, such as analgesics and anxiolytics, by caregivers “because the patient didn't ask for them.” Withdrawal from nicotine can be managed with a transdermal nicotine patch, and a benzodiazepine may be required to treat the delirium associated with alcohol withdrawal. Unresolved emotional or spiritual issues may also contribute to agitation and should be evaluated.




Circulatory Changes

Initially, the patient may become tachycardic as the body tries to compensate for the decreased cardiac output. However, over time the heart rate begins to slow (Moneymaker, 2005; Pitorak, 2003). This change can be used to signal that death is approaching and to help the family acknowledge that death is imminent.

With the decreased cardiac output, the skin may become cool and clammy. The patient often appears pale but may initially be flushed (Moneymaker, 2005; Pitorak, 2003). The skin may change from being uniformly pale to varying shades of red, blue, and purple. The soles of the feet, knees, ankles, and elbows are first to develop a blotchy, mottled appearance. Venous blood pools in dependent areas of the body, such as the sacrum and lower back (Ferris et al., 2003; Moneymaker, 2005; Pitorak, 2003).




Decreased Urine Output

Reduced blood flow to the kidneys causes a decrease in urine production. In addition, the patient's fluid intake is generally decreased, which also contributes to this syndrome. As awareness decreases, the patient may experience urinary retention or incontinence (Ferris et al., 2003; Moneymaker, 2005; Pitorak, 2003). A lack of urine output does not mean that there is no urine in the bladder. A thorough physical examination is necessary to identify a distended bladder, which may contribute to discomfort and possible agitation. Intermittent catheterization may be warranted in patients who are positive for urinary retention, and the decision to provide ongoing catheterization should be considered on an individual basis.




Changes in Breathing Patterns

As the chest wall muscles weaken, breathing may be shallow with an increase in the respiratory rate (Ferris et al., 2003). Patients who experience tachypnea and dyspnea should be properly evaluated, and the appropriate interventions should be initiated (i.e., opioids, bronchodilators, anxiolytics, etc.) (see Chapter 27).

Declining cardiac and respiratory function often precipitates hypercapnia. Over time, the brain becomes less responsive to the rising carbon dioxide levels, resulting in irregular breathing patterns, which are commonly known as Cheyne-Stokes respirations (Ferris et al., 2003; Moneymaker, 2005). Supplemental oxygen does not alter this symptom, and patients may find masks or cannulas uncomfortable. However, pulmonary patients who have lived many years with supplemental oxygen may continue to find comfort in knowing that they have their oxygen. Family members may find watching the progressive lengthening of apnea particularly distressing and may require additional interdisciplinary support during this time.

Saliva and oropharyngeal secretions may accumulate in the upper airway, leading to gurgling respirations, often called the “death rattle” (Ferris et al., 2003). Suctioning is rarely helpful as the secretions tend to reaccumulate and the irritation of the catheter may stimulate additional secretions. Yankauer suctioning may be an uncomfortable experience for the patient, especially if he or she is dyspneic (Furst & Doyle, 2003). An alternate approach is to reposition the patient by rolling to a side-lying position or raising the head of the bed. If position changes are ineffective, consider the use of anticholinergics (e.g., scopolamine or hyoscyamine) via the sublingual, buccal, subcutaneous, or transdermal route (Furst & Doyle; Pitorak, 2003). It is important to note that anticholinergics do not affect existing secretions; therefore, earlier initiation is paramount in treating this symptom. It is also important to identify whether the patient's existing medications have anticholinergic properties (e.g., chlorpromazine, prochlorperazine, bronchodilators). Adding additional anticholinergics may lead to xerostomia and, if coupled with the drying effects of opioids, may precipitate discomfort. Anticholinergics can also lead to sedation and confusion, particularly in the dehydrated elderly patient. Teaching caregivers the importance of good oral care will ensure comfort. The APN should consider being proactive about medicating appropriately to help reduce the incidence of noisy respirations, especially in patients with an underlying cardiac and pulmonary diagnosis.




Decreased Interest in Food Intake

Although many factors contribute to diminished nutritional intake throughout the disease progression, physical weakness at end-of-life often contributes to dysphagia (Ferris et al., 2003). It is hoped that the advantages and disadvantages of artificial nutrition have been discussed throughout the course of the patient's care. At this time, the APN can reinforce that artificial nutrition during the dying phase often does not contribute to physical comfort or prolong life (Strasser, 2003). This can be an emotionally charged issue and should be met with supportive guidance for the patient and family. At times, cultural or emotional considerations make it appropriate to consider a trial of nutritional augmentation to support the patient and family. The patient and family should be made aware of the limited time associated with a “trial” and to assess and evaluate for any untoward side effects.




Nearing Death Awareness


Callanan and Kelley (1993) defined 

nearing death awareness as a special knowledge about the process of dying that reveals what dying is like and what is needed in order to die peacefully. Patients may describe or discuss being in the presence of someone not alive, seeing a place, knowing or choosing when death will occur, preparing for travel or change, needing reconciliation, being held back, or having symbolic dreams. While not universal, these experiences are common and it is helpful to discuss nearing death awareness with patients and families to help to normalize these experiences. Some of these experiences may be spiritually and emotionally comforting to the patient and his or her caregivers.




Inability to Close Eyes

Patients may lose the ability to close their eyes completely when asleep, which can be very disturbing to family members. This occurs most often in patients with significant fat and muscle wasting from cachexia. The loss of the retro-orbital fat pad allows the eye to fall farther back into the eye socket, and sometimes the eyelids are not long enough to cover the additional distance back as well as all of the conjunctiva, leaving part of the conjunctiva visible while the patient sleeps (Ferris et al., 2003). Maintain eye moisture with artificial tears, eye lubricants, normal saline drops, or a moist cloth covering the eyes.




Changes in Sensory Perception

Visual acuity may decline and there may be increased sensitivity to bright light (Berry & Griffie, 2005). Bright lights, including ceiling lights or bright sunshine through a window, should be avoided. It is believed that patients are able to hear even when they are unable to respond during the final days and hours. The APN should encourage caregivers to talk to the patient in a soft voice and/or to play music that the patient enjoys. And family members should be cautioned to not have conversations “over” the patient or say anything that they do not want the patient to hear.








CARING FOR THE CAREGIVERS

Preparing the patient and family for the death event and the time immediately after death is an important intervention for the APN. An open and caring discussion of what to anticipate in the dying process reduces the incidence of fear and apprehension. These discussions provide the APN with the opportunity to evaluate the caregiver's ability to support the patient through the dying process and to make plans for any additional caregiver support or a transfer to a different care setting, as appropriate, when death approaches.


Caring for a dying loved one can be exhausting. However, many family members report that despite the physical, financial, and emotional tolls of providing this care, the experience is extremely rewarding, and many view it as a final act of love. Others may be overwhelmed by, or unable to perform, the amount of physical care required or they may be unable to emotionally cope with the situation. Options for care include hiring additional caregivers (when financially feasible), transfer to a long-term care setting or residential hospice setting, and use of hospice continuous home care or hospice acute medical care (when medically justified).

Transfer from the home setting may lead to feelings of guilt in the caregivers, especially if the patient communicated a desire to die at home. Some guilt may be assuaged by reinforcing that the most important goal is to keep the patient as comfortable as possible and that the family's decision to transfer the patient is indeed in the best interest of the patient.

Family members may not be confident that they will be able to identify when death has occurred. The APN can provide the family with education on what to expect at the time of death. This includes cessation of breathing and heart rate, dilated and fixed pupils, and the potential for bowel and bladder incontinence when rectal and bladder sphincters relax. Caregivers should know who to notify at the time of death to initiate the official death pronouncement and to make arrangements for transport of the deceased to the funeral home or elsewhere. The clinician should verify that the caregivers have the appropriate contact information. Likewise, the family should have an understanding that in the event that an ambulance is called, the emergency medical services personnel are often required to attempt resuscitation unless there is an accepted “do not resuscitate” order—this varies from state to state.




CARE AT THE TIME OF DEATH

If present at the time of death, clinicians have a unique opportunity to support the family, care for the body, and facilitate the initial process of grieving. Gentle, reverent care of the body after death conveys to the family the clinician's care and concern for the person who has died. Ideally, the APN has previously discussed any important rituals for care of the body after death and has developed plans that respect special cultural and religious rituals (see Chapter 6). The clinician present at the time of death confirms these plans and contacts the appropriate funeral home personnel, religious leader, or lay personnel from the religious/cultural society.

Family members are often bewildered and need gentle guidance about what to do next (Kissane, 2003). Activities that assist in the early process of grieving include:


▪ Listening to the family as they reminisce about the deceased person's life and/or dying


▪ Facilitating religious rituals by notifying a clergy or pastoral care worker


▪ Allowing the family time alone with the body as desired


▪ Allowing the family to participate in the care of the body as desired





The degree of involvement in the care of the body by family members will vary with cultural or religious backgrounds and personal preferences. Activities such as combing hair or helping to dress the patient in other clothes should be encouraged. Children may be included, depending on circumstances and their maturity. Prepare those caring for the body that when the body is turned, air may escape from the lungs, causing a “sighing” sound.

If only one family member is present at the time of death, the clinician should ask about other family members or friends who can be called to be present with the bereaved or accompany him or her home. Family members may want time to say their good-byes to their loved ones in ways that are meaningful to them, including talking to the deceased, saying prayers, or telling stories reminiscent of the deceased.

Clinicians should become familiar with the local laws regarding death pronouncement and notification, especially when it occurs outside of a health care institution. In some states, registered nurses or APNs can sign death certificates; in others, nonphysician clinicians report the absence of vital signs to physicians, who make the official pronouncement over the telephone; and in others, the funeral home is required to transport the body to an emergency department for death pronouncement. The need to notify the coroner's office of a home death also varies from one municipality/county to another. The APN must know these laws and procedures to ensure a smooth transition from home to funeral home.




CARE OF THE BEREAVED

Bereavement care is an essential part of a comprehensive palliative care program (National Consensus Project for Quality Palliative Care, 2004). The APN plays an important role in anticipating grief reactions, providing support for the bereaved, and recognizing those responses that may indicate complicated grieving and making appropriate referrals.

Providing bereavement care requires an understanding of the normal grieving process and the tasks of grief work. Grief is a normal and expected reaction to a loss; family members will grieve the loss of their loved ones. One role of the APN is to reinforce that grieving is a healthy, necessary process that individuals must go through to be able to move on in their lives. Clinicians should validate as normal the manifestations that the bereaved may be experiencing. Normal manifestations of grief are listed in Box 3-1.


Box 3-1 
Manifestations of Grief*

Research Press Co.






	Psychological
	Social
	Somatic



	
 Numbness


 Confused/unsure what to do


 Disbelief


 Sadness


 Anxiety (mild to panic)


 Anger


 Guilt


 Acute feelings of separation and yearning


 Searching or calling out for the deceased


 Dreaming about the deceased


 Seeing, hearing, or feeling the presence of the decreased




	
 Restlessness or inability to sit still


 Painful inability to initiate and maintain organized patterns of activity


 Social withdrawal




	
 Appetite disturbances


 Sleep disturbances


 Crying


 Sighing


 Lack of strength


 Physical exhaustion and lack of energy


 Feeling that “something is stuck in the throat”


 Heart palpitations


 Shortness of breath


 Nervousness or tension


 Loss of sexual desire or hypersexuality












*All of these are normal manifestations of grief. However, if any exist for long periods of time or at a high level of intensity, consider a consult to evaluate for a complicated grief reaction.

Data from Rando, T.A. (1984). Grief, dying and death: Clinical interventions for caregivers. Champaign, Ill.: Research Press Co.



In addition to knowing the normal responses to grief, it is helpful for those working with the bereaved to understand the tasks of the grieving process. The following four tasks of mourning must be accomplished for a satisfactory conclusion to the work of bereavement (Worden, 1982):


▪ Accept the reality of the loss


▪ Work through the pain of grief


▪ Adjust to the environment in which the deceased is missing


▪ Emotionally relocate the deceased and move on with life





This last task is the most difficult. It involves finding a place for the dead in the grievers' emotional lives that allows them to go on living effectively in the world. The grieving process takes time and energy.

The first year of bereavement is the most intense—the first birthdays, holidays, and anniversaries without the deceased, as well as the anniversary of the death, can be very difficult. The length of mourning, however, is proportional to the strength of the attachment to the lost person (Kissane, 2003). Palliative care and hospice bereavement programs generally follow families for 13 months after a death to provide support through this time. Table 3-2 identifies interventions to assist persons with the grieving process.



TABLE 3-2 Interventions for Grieving Persons


Data from Worden, J.W. (1991). 

Grief counseling and grief therapy: A handbook for the mental health practitioner (2nd ed.). New York: Springer.

© Springer1991



	Task
	Interventions



	Accept reality of the loss
	Listen actively without judgment.


	Encourage gentle exploration of what the future may look like without the deceased.

	Assess and encourage the development of social support systems.

	Encourage time with the body of the deceased at the time of death.

	Offer ample opportunity to repeat the story of the death; listen patiently and attentively.

	Normalize feelings through personal contacts and written materials regarding grief and loss.

	Avoid the use of platitudes.

	Attend the funeral or visitation if possible; send a personal letter or card to the family.

	Respect survivor's feelings without judgment.


	Work through the pain of grief
	Assist in identifying manifestations of grief and normalize them.


	Assist the survivor in placing a meaning on the death.


	Adjust to the environment in which the deceased is missing
	Assist the survivor in further identifying the meaning of the loss in practical terms.


	Provide practical assistance with developing needed skills.

	Advise the survivor to minimize change and to grieve where things are familiar.


	Emotionally relocate the deceased and move on with life
	Provide a nonjudgmental and supportive ear as the survivor explores this task.


	Validate and normalize feeling associated with moving the thoughts and memories of the deceased to an effective place that allows for a reinvestment in life.

	Encourage attendance at grief and loss support or educational groups.





Mourning the loss of a spouse is among the most intense and may continue for years. Spouses tend to play multiple roles in each other's lives, including friend, confidante, lover, partner, and source of emotional and financial support (Dutton & Zisook, 2005). Therefore, the loss of a spouse represents multiple losses to the individual.

Most persons adapt to bereavement successfully, and it can even be associated with improved coping, personal growth, and a new appreciation for life (Dutton & Zisook, 2005). However, in a minority of the population, grief can be complicated. If any of the “normal” responses to grief are extremely intense or protracted, it may indicate a psychiatric disorder such as clinical depression, anxiety disorder, alcohol and/or other substance abuse, psychotic disorder, or post-traumatic stress disorder (Kissane, 2003). Referral to trained counselors, psychologists, or psychiatrists may be indicated.

Professional and nonprofessional caregivers from the health care system also experience grief when the patients they care for die. The grief of staff may be more intense when a patient has been under their care for a long period of time or when dealing with multiples losses. Bereavement support for staff, through self-care, support groups, and individual counseling, is essential.





CONCLUSION

APNs play an important role in the care of patients and families near death and afterward. The goals of care at this time are the provision of a comfortable dying for the patient, a positive experience for the family, and effective grieving for the bereaved. In order to accomplish these goals, the APN should evaluate and manage the physical, psychosocial, emotional, and spiritual symptoms in the days and weeks leading up to a patient's death—while anticipating grief reactions and providing support to loved ones after the death event.
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CHAPTER 4. ADVANCE CARE PLANNING AND END-OF-LIFE DECISION MAKING

Crystal Dea Moore





Advance care planning is a collaborative process among patients, family members, and health care professionals whereby patients clarify their goals, values, and preferences for future medical treatment (Tulsky, 2005). As part of the advance care planning process, patients may choose to complete advance directives, which are legal documents that specify treatment preferences (e.g., living will), and formally appoint decision-making surrogates (e.g., durable power of attorney for health care). Patients, family members, and health care professionals can have both unique and shared goals related to advance care planning and advance directive completion (Kolarik, Arnold, Fischer et al., 2002). For example, increased communication about patient treatment preferences can be an objective for all three groups. For patients, advance care planning provides an opportunity to increase knowledge about and perceived control over the dying process. Families can learn about patient preferences related to end-of-life care, which can inform the decision-making process. Decreasing conflict with family members and decision-making surrogates about patient treatment plans can be an outcome desired by health care providers. Appropriate and thoughtful advance care planning can serve numerous interests.

This chapter seeks to describe strategies to promote advance care planning and broad issues in surrogate decision making in end-of-life care. Challenges to the process are addressed, and communication strategies to meet these challenges are described. Specific suggestions to help clinicians begin and maintain discussions about patient values and goals and descriptions of the legal documents used to record patient preferences are offered. Finally, issues specific to surrogate decision making are discussed. This chapter is intended to be a practical guide to the advance care planning process for clinicians.


THE ADVANCE CARE PLANNING PROCESS

The advance care planning process can be a challenging endeavor for numerous and complex reasons. The challenges associated with engaging patients and families in meaningful discussions about goals, values, and future treatment preferences can be mitigated through the development of communication strategies that promote honesty, trust, rapport, and respect. Health care professionals can be integral to initiating and maintaining discussions about patients' relevant goals and values that provide the context for treatment preferences and care plans at the end-of-life.



Challenges in Advance Care Planning

Given clinical and human realities, there are numerous factors that can hinder the advance care planning process, including health care system influences, deficient communication skills, and various psychological barriers. Meaningful advance care planning discussions are borne out of a trusting relationship between the patient and clinician, something that takes time to nurture and cultivate. Health system issues, including professional time limitations on visits with patients and families, and patient engagement with multiple providers can impede a professional's capacity to build rapport and trust (Kolarik et al., 2002; Tulsky, 2005). Clinicians may lack specific training in communication skills and the willingness to broach and maintain discussions about potentially sensitive, emotionally charged issues with patients and families. The overuse of medical jargon can also interfere with patient education, comprehension, and meaningful, clear discussions (Limerick, 2002; Reisfield & Wilson, 2003). Finally, patients and families may be reticent to ask clarification questions, not wanting to appear ignorant or to step outside the expected role of the “good patient.”

Psychological barriers, including fear and anxiety, can also influence the quality of advance care planning discussions. Clinicians may be concerned about causing psychological harm or destroying patient and family hope through frank discussions about diagnosis and prognosis (Morrison, 1998; Steinhauser, Christakis, Clipp et al., 2001). Patients and families can also become emotionally stressed during discussions that convey bad or sad news, and their abilities to process and respond to information can be limited. Finally, patients, families, and clinicians all have a set of unique experiences related to illness and dying, and those previous experiences can influence expectations about and willingness to address such issues in the present, thereby affecting communication quality (Lee, Back, Block et al., 2002; Moore, 2005a). Despite these challenges, clinicians can develop communication strategies to engage patients and families in the advance care planning process.




Communication Strategies for Advance Care Planning

The development of a trusting relationship with patients and families is integral to high-quality medical care, especially at end-of-life (Tulsky, 2005). The quality of the patient-clinician relationship trust and rapport can be enhanced by encouraging patients to share their concerns and questions using active listening, demonstrating respect, talking in an honest and straightforward manner, being sensitive when delivering difficult news, and maintaining engagement about advance care planning issues with the patient and family throughout the disease process (Moore, 2005b; Quill, 2000; Tulsky, 2005; Wenrich, Curtis, Shannon et al., 2001). Encouraging questions and open discussion of concerns is facilitated by active listening skills. Active listening and avoiding the tendency to interrupt can give patients and families the sense that the clinician truly cares and is invested in understanding their perspectives.

Active listening involves the use of open-ended questions and appropriate reflection back about the content of the speaker's message. For example, to begin a dialogue, a provider can ask an open-ended question such as, “What do you understand about your illness at this point?” (Moore, 2005a; Norlander & McSteen, 2000; Tulsky, 2005). This can provide an assessment of the patient's knowledge base about the illness and any salient concerns he or she may currently have. Once an open-ended question is posed, it is important to allow sufficient time for patients to respond and to avoid the tendency to interrupt. To ensure that the message content is understood and convey that the provider is really listening, reflecting the main ideas and feelings of the patient's statement can be helpful. For example, a clinician may say in response to a patient's dialogue, “You're really concerned about the side effects of your current medication, but you are afraid that if you don't take the drug, your condition will worsen. Let's talk about some options.” Reflection used in conjunction with open-ended questions can help clinicians learn about what is most important to their patients and promote patient-centered care.

Some advance care planning discussions can be emotionally charged, and providers need to develop skills that manage this affect (Tulsky, 2005). Discussions fraught with emotion are often difficult for providers. Not all concerns uncovered during palliative care discussions have solutions (e.g., finding meaning in the illness experience, fear of dying, being overwhelmed with caregiving responsibilities). Whether or not such painful emotions are expressed, many patients and families coping with advanced illness experience them regardless, and opening up dialogue about difficult emotions can reduce the isolation they are apt to feel (Lo, Quill, & Tulsky, 1999). Lo and collegues (1999) remind clinicians that they “do not have sole responsibility for responding to the patient's suffering” (p. 747). Referring troubled patients and families to a social worker, psychologist, member of the clergy, or another mental health professional can be helpful and appropriate.

When patients and families do become emotional, Tulsky (2005) suggests that providers:



1. Acknowledge the affect (e.g., “Making these decisions is not easy. This must be overwhelming.”)


2. Identify loss (e.g., “It must be hard thinking about what kind of care you want when your condition gets worse. I know how much you value your independence.”)


3. Legitimize feelings (e.g., “Many patients in your situation become sad thinking about these decisions. I think that is normal under the circumstances.”)


4. Offer support (e.g., “I will be here for you throughout your treatment.”)


5. Explore (“You said that you were scared about the future. What scares you the most?”)



 Direct discussion and validation of emotion without false reassurance or premature advice giving can be effective in diffusing emotionally charged clinical discussions.

Trust and respect are further cultivated when providers communicate in a straightforward and honest, yet sensitive, manner. Evidence suggests that a vast majority of patients want to be fully informed about their illness and what to expect about their physical condition (Jenkins, Fallowfield, & Saul, 2001; Steinhauser et al., 2001; Wenrich et al., 2001). In one study, patients and family members ranked honest and straightforward discussion as one of the most important aspects of patient-provider communication in end-of-life care (Wenrich et al., 2001). They wanted physicians to be willing to discuss dying and to balance honesty and sensitivity. This is a formidable challenge to providers in palliative care but one that is important to quality advance care planning discussions. The Wenrich study indicated that poor communication “[s]temmed from being too blunt, not picking an appropriate time and place to provide bad news, and giving the sense that there was no hope” (p. 872).


One way of balancing hope and honesty in the context of ongoing advance care planning discussions is to frame discussions with patients in terms of ‘hoping for the best yet preparing for the worst' (Back, Arnold, & Quill, 2003). Patients' hopes can be discussed while anticipation of and preparation for future health states and treatment scenarios are explored. Such discussions can start by clinicians articulating hope and preparation early in the course of treatment and then revisiting the topic throughout the disease trajectory. Patients can be asked, “Could you tell me more about what you are hoping for? That will help me do a better job for you” and “What are your concerns if things do not go as we hope?” (Back et al., 2003). Supporting and validating the patient's hopes, fears, and other emotions that result from such discussions are important. It is also important to note that what patients and families hope and prepare for can change during the disease trajectory. For example, during the early stages of the disease, hope may be invested in cure. As the disease progresses and attempts at cure show little success, providers can explore other hopes of the patient and family and what preparations need to be made.

Finally, it is important that health care professionals be aware of their nonverbal behavior and the context in which communication occurs with patients and families. Self-awareness of one's nonverbal communication is the first step in making needed changes. Practitioners should assess how they carry themselves when interacting with patients and families. Do they have an open posture that invites discussion (e.g., avoiding crossed arms)? Do they make appropriate and consistent eye contact? Environmental issues, such as privacy and avoiding outside interruptions, need to be considered, particularly when sensitive issues are addressed. The setting and the manner in which a message is conveyed can be powerful and have the potential to affect overall communication quality. Box 4-1 provides suggestions related to rapport-enhancing communication strategies.


Box 4-1 
Rapport-Enhancing Verbal and Nonverbal Communication Strategies






	Verbal Strategies
	Nonverbal Strategies



	
 Use open-ended questions to explore patient concerns.


 Paraphrase the content of the patient's communication using some of the patient's own words.


 Validate patients' and family members' feelings.


 Summarize broad themes during the interaction.


 Deliver diagnostic and prognostic information sensitively and with empathy.


 Assess preferences for receiving medical information.


 Avoid the use of medical jargon.




	
 Give patient undivided attention.


 Avoid multitasking.


 Directly face the patient at eye level.


 Avoid distracting mannerisms.


 Maintain an open posture.


 Lean forward.


 Maintain appropriate eye contact.


 Be sensitive to and aware of cultural differences in nonverbal behavior.


 Develop self-awareness about one's own nonverbal behaviors and what they communicate to others.












From: Moore, C.D. (2005a). Advance care planning. In K.K. Kuebler, M. Davis, & C.D. Moore (Eds.). Palliative practices: An interdisciplinary approach. St. Louis: Elsevier Mosby.







Values Clarification and Discussion of Goals

Advance care planning unfolds over time in the context of the clinical relationship. Through the use of open-ended questions, active listening skills, and documentation of discussions, health care professionals can assist patients in clearly elucidating their values and goals that can ultimately inform end-of-life care. Patients may choose to document their treatment preferences and choices for decision-making surrogates in a formal advance directive, but the advance care planning process is as important (possibly more important) as the advance directive document itself in shaping end-of-life decision making and medical care (Kolarik et al., 2002; Lo, 2004; Tulsky, 2005).

As previously suggested, assessing the patient's understanding of his or her illness can help the health care professional better understand the patient's knowledge base and suggest areas for further patient education. It is also important to assess how much the patient wants to know about the illness; although most patients want full information about their condition (Jenkins et al., 2001; Wenrich et al., 2001), not all patients do. Cultural issues may influence this aspect of advance care planning, with some cultural groups preferring not to have direct discussions about diagnosis and prognosis, especially when the outlook is grim (Chan, 2004; Van Winkle, 2000; Yeo & Hikoyeda, 2000). The patient's preferences in this area can be assessed by directly asking, “How much do you want to know about your illness?” and “Who should we involve in these discussions?” Some patients from diverse backgrounds may only want their family to be involved in discussion about diagnosis and prognosis. Clinicians should educate themselves about cultural traditions of groups with whom they are likely to interact.

Assessment of patient goals can help inform current and future treatment planning. Care plans can be developed that facilitate the patient and family's short- and long-term goals. What does the patient want to accomplish in his or her life? This can range from living long enough to participate in an important family event (e.g., wedding or graduation) to managing symptoms well enough so that the patient can finish his family genealogy for his loved ones. At certain points in the disease trajectory, cure can also be a patient goal, and curative treatment plans should be developed and implemented. Regardless of patient goals, clinicians can help patients attempt to realize their aspirations through agreed-upon treatment plans; as patients' conditions change, health care providers can provide education, information, and recommendations and help patients reevaluate their plans.

Developing an understanding of patient values, or the principles, ideas, or qualities deemed worthwhile, can help clinicians deliver appropriate patient-centered care. Including family members and decision-making surrogates in the process of values clarification can lead to better-informed decision-makers and, it is hoped, decisions made by surrogates that are congruent with patient wishes. For some families, advance care planning conversations are not easy discussions to have. Patients and family members alike may be reticent to discuss such issues due to the emotions they can evoke. Clinicians can assist by initiating such discussions during medical encounters that address hopes and plans for the future and what makes life worthwhile for the patient. Patients can be asked to elaborate on what makes life worthwhile for them and to explain what terms such as “quality of life” mean. Various tools have been developed to help guide such discussions, including 

Making Medical Decisions (American Association of Retired Persons, 1996), 

Five Wishes (Commission on Aging with Dignity, 1998), 

Talking About Your Choices (Choice in Dying, 1996), and 

Your Life, Your Choices (Pearlman, Starks, Cain et al., 2001). Effective advance care planning discussions include those individuals who will potentially make decisions on behalf of the patient.

Another fruitful area for discussion related to patients' values is the topic of their personal experiences with others' illness, dying, and death. Patient expectations related to one's own disease process can be highly influenced by witnessing significant others coping with advanced illness and dying. Clinicians can ask patients if anyone close to them has died of disease and what that experience taught them about death and dying, thereby providing further opportunity to learn about patient values. For example, a patient may say of a loved one, “She was in such pain at the end. If that would happen to me, I want a lot of medication to control the pain” or “He was alone when he died. Dying alone must be horrible.” These statements give considerable insight into personal values that are relevant to palliative care.

Finally, spirituality and existential issues figure prominently in how patients cope with advanced disease and dying. People struggle to make sense of their illness experience, and their construction of meaning can affect their emotional states and compliance with treatment. Clinicians can learn how the patient is making meaning of their disease by asking, “What thoughts have you had about why you got this illness at this time?” (Lo et al., 1999). In addition, spirituality and religious beliefs can influence choices that patients and families make about medical care. Health care professionals can accommodate these beliefs in the context of treatment by finding out if the patient has any beliefs that should be taken into consideration by the health care team.

Exploring patient values and goals can help clinicians develop patient-centered care plans. Inclusion of family and decision-making surrogates in the advance care planning process when possible can decrease potential conflict among the patient, family, and health care team. Completing advance directives as part of this process has been demonstrated to ease the burden of the decision-making process for the surrogate (Davis, Burns, Rezac et al., 2005; Tilden, Tolle, Nelson et al., 2001). Suggested questions to help initiate and maintain advance care planning discussion are listed in Box 4-2.


Box 4-2 
Suggested Questions for Advance Care Planning Discussions



PATIENT UNDERSTANDING OF ILLNESS




• What do you understand about where things stand right now with your illness? (Lo et al., 1999)


• What do you know about your treatment options?








PATIENT PREFERENCES REGARDING INFORMATION DELIVERY




• How much do you want to know about your illness?


• Who would you like to be present during such discussions?








CONSIDERATIONS IN CHOOSING DECISION-MAKING SURROGATES




• Who would you want to make decisions for you if something happened and you were unable to make decisions about your care?


• Have you spoken with this person about being your decision-maker? Have you discussed your wishes with him or her?


• Have you informed other important people in your life about your choice of decision-maker?


• How well do you think this person can deal with any disagreements others may have about your wishes?


• If you anticipate any disagreements, what do you think is the best way to address this?


• To what extent do you want your family/loved ones to have input in decisions that are made about your health care?


• How important is it that your family as a whole agree with the decisions that are made on your behalf?








PATIENT GOALS




• What is important for you to accomplish at this point in your life?


• As you think about the future, what is most important to you (what matters the most to you)? (Lo et al., 1999)


• What are your hopes/fears for the future?


• If you were to die sooner rather than later, what would be left undone? (Quill, 2000)


• What type of legacy do you want to leave your family/loved ones? (Lo et al., 1999)








PATIENT VALUES




• What makes life worth living? (Quill, 2000)


• What would have to happen for your life to not be worth living?


• What nourishes your spirit?


• How do you feel about quality versus quantity of life?


• What are your thoughts about pain control? Would you want your pain controlled even if it meant that you might not be as alert?








PERSONAL EXPERIENCES WITH ILLNESS, DEATH, AND DYING




• Has anyone close to you died of an illness? What happened? What was it like for you?


• What other significant losses have you experienced?


• What would you consider a “good death”?








SPIRITUALITY/EXISTENTIAL ISSUES




• What thoughts have you had about why you got this illness at this time? (Lo et al., 1999)


• Is faith (religion, spirituality) important to you in this illness and has it been important to you at other times in your life? (Lo et al., 1999)


• Would you like to explore religious/spiritual matters with someone? Do you have someone to talk to about these things? (Lo et al., 1999)


• Do you have any spiritual/religious beliefs that should be taken into consideration by your health care providers?

















ADVANCE DIRECTIVES

Karen Ann Quinlan, Nancy Cruzan, and Terri Schiavo are names of individuals who highlight the importance of advance directive completion prior to a crisis. All three women's lives were cut short by some unexpected tragedy, and due to legal wrangling over their end-of-life treatment, their families paid a high emotional price and their dying processes were subject to lengthy court battles. These cases spurred ethical debates over a patient's right to refuse life-sustaining treatment, the role of the family in end-of-life decision making, and medicine's technological imperative. In response, numerous public policies related to end-of-life decision making were formulated. One such piece of legislation, the Patient Self-Determination Act (PSDA) of 1990 (P.L. 101-508, § 4206), was the first federal statute to focus on the right of adult patients to refuse life-sustaining medical treatment. The PSDA mandates that health care organizations that receive federal health care dollars must inform patients about their rights to formulate advance directives, provide community and staff education about the documents, and maintain policies pertaining to advance directives.

The passage of the PSDA, patient and family concern regarding use of life-sustaining technology, and medical professionals' concern for patient welfare and legal liability resulted in a plethora of research on end-of-life decision making and advance directives during the 1990s. The seminal study was the $30 million SUPPORT study (The Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatment), designed to investigate and improve end-of-life decision making and reduce the frequency of prolonged and painful death (SUPPORT Principal Investigators, 1995). This study suggested that clinical outcomes (e.g., timing of do-not-resuscitate [DNR] orders, time spent in the intensive care unit) were relatively uninfluenced by the presence of an advance directive in the patient's chart. Literature in the field has evolved to focus on the process of advance care planning instead of advance directive documents (e.g., Karel, Powell, & Cantor, 2004; Norlander & McSteen, 2000; Prendergast, 2001; Quill, 2000; Tulsky, 2005). For clinicians who work with patients with advanced illness, the message is clear—advance directives, executed without appropriate, timely, meaningful, and inclusive advance care planning discussions, are not a means to patient-centered, holistic care at end-of-life.

Every state has legislation that governs the implementation and execution of written advance directives, and it is imperative that clinicians thoroughly acquaint themselves with their state policies. The Web site for Compassion and Choices provides copies of advance directive forms for each state that can be downloaded (compassionandchoices.org/ad). Typically, advance directives take on three forms: oral directives, a written instructional directive (e.g., living will or health care directive), and a durable power of attorney for health care (health care proxy in some states) (Lo, 2004). In addition, 37 states have statutes that grant family members, in a stated order of priority, the right to make medical decisions for incapacitated patients in the absence of advance directives (Hosay, 2003). Advance directives are firmly rooted in the principle of patient self-determination and the notion of extended autonomy; even when patients are unable to express their preferences, their individual choices can be given voice via a written document or a decision-making surrogate who is familiar with their wishes.


Oral directives consist of discussions that patients have with family members, loved ones, and health care professionals about end-of-life treatment preferences. More common than written directives (Emanuel, Barry, Stoekler et al., 1991; Lo & Steinbrook, 2004), such discussions may not meet the “clear and convincing” evidentiary standard required by some advance directive statutes such as those in New York and Missouri (Lo, 2004). In any discussions that patients have with health care providers, it is important that the substantive content regarding relevant goals, values, and stated treatment preferences be recorded in the patient's record for future reference and to enhance communication about patient preferences among multiple providers.

Living wills are documents that explicitly state patient treatment preferences. Most commonly, treatments to be avoided at end-of-life are explicated (e.g., no artificial nutrition or hydration), but the documents can also specify types of desired treatments (e.g., adequate pain control medication). Living wills generally specify treatment preferences related to DNR orders, life-sustaining therapies including mechanical ventilation, feeding tubes, antibiotics, hemodialysis, and pain control (Quill, 2000). Estimates indicate that fewer than 25% of U.S. adults have a written advance directive (Emanuel et al., 1991; Hanson & Rodgman, 1996; Lo, 2004; Salmond & David, 2005), and the literature enumerates numerous potential problems with the living will. For example, the language used may be vague and hard to interpret (Happ, Capezuti, Strumpf et al., 2002; Lynn, 1991); patients may be hardpressed to anticipate all medical scenarios and may write directives that do not suit their best interests under certain circumstances (Lo, 2004; Lynn, 1991); the documents may not be available when needed (Tulsky, 2005); discussions about end-of-life treatment preferences are uncommon among patients and providers (Lo, 2004); and clinicians may not provide care as indicated in the written directive (Teno, Licks, Lynn et al., 1997).

On the other hand, a living will promulgated from a thoughtful and appropriate advance care planning process may indeed be helpful. As previously discussed, evidence suggests that advance directives have the potential to reduce family stress and decrease regret over medical decisions made on behalf of the patient (Davis et al., 2005; Tilden et al., 2001). A written document may also be helpful if there is family conflict about the course of treatment, if there is disagreement between the patient and health care providers, or when a patient wants to appoint someone outside of the definition of the traditional family (e.g., friend, same-sex partner) (Tulsky, 2005).

In addition to completing a living will, capacitated patients may choose to officially appoint a health care proxy or decision-making surrogate. Documenting one's choice for a decision-making surrogate has been described as being “more flexible and comprehensive than a living will” (Lo, 2004, p. 317). Decision-making surrogates are able to assess current medical realities in the context of the patient's stated preferences to (theoretically) arrive at medically sound decisions that honor the patient's wishes. It is important that patients thoughtfully choose a decision-making surrogate. In helping patients to choose a proxy, clinicians can ask, “Who would you want to make decisions for you if something happened and you were unable to make decisions about your care?” If the patient has someone in mind, it can be important to determine if the decision-making surrogate has been informed about the choice: “Have you spoken with this person about this? Have you informed other important people in your life that this is your wish?”


Patients should think about choosing a surrogate decision-maker who is able to cope with potential conflict. Patients can be asked, “How well do you think this person can deal with any disagreements others may have about your wishes? If you anticipate any disagreements, what do you think the best way is to address this?” Some patients may wish to choose more than one surrogate; for example, a patient may appoint an alternative decision-maker in the event the main surrogate is unable to be present. Other patients may want the family as a unit to make decisions by consensus; this should be clarified among the patient and the family. Under such circumstances, the appointment of a family spokesperson can help to streamline the communication process with the health care team and decrease confusion.

When patients complete advance directives, they should be informed that they are free to change the documents at any time. Advance care planning discussions do not end when a living will or durable power of attorney for health care has been completed. Discussions about end-of-life treatment wishes should be revisited if there is a significant change in the patient's condition or life circumstances. Patients can and do change their minds about end-of-life treatment, especially when there are significant changes in their health status. If patients do change their advance directives, the old copies should be destroyed and replaced with updated documents. Medical records should reflect the most recent version, and other health care professionals involved in the patient's care should be made aware of the status of the changes. Decision-making surrogates should receive the most current copy of the documents as well.

Although not an advance directive, clinicians should be aware of the POLST (Physician Orders for Life Sustaining Treatment) form used in various states and locales across the country to assist health care professionals in honoring the end-of-life care wishes of patients. The POLST translates a patient's advance directive into a set of physician's orders on a standardized form that documents end-of-life treatment preferences. This set of physician orders is intended to be portable across medical settings and increase the likelihood that a person's end-of-life care wishes will be implemented. The POLST form was developed in Oregon in 1991 and is also used in West Virginia and Washington, as well as in parts of Wisconsin, Pennsylvania, New York, Utah, New Mexico, Michigan, Georgia, and Minnesota (Hickman & Newman, 2005). Evaluation research indicates that the POLST is effective in promoting end-of-life medical care that is congruent with patient wishes (Lee, Brummel-Smith, Meyer, Drew et al., 2000; Meyers, Moore, McGrory et al., 2004; Tolle, Tilden, Nelson et al., 1998). More information about the POLST can be found at www.polst.org.




SURROGATES, FAMILIES, AND END-OF-LIFE DECISION MAKING

When patients are unable to make their own medical decisions, clinicians routinely rely on significant others to guide the decision-making process. Working with patients' family members as decision-making surrogates is a routine aspect of delivering palliative care. The responsibility of surrogate decision making usually falls to the family because of their intimate and longstanding knowledge of the patient's goals, values, preferences, and best interests. The family is seen as being most concerned with the patient's welfare and thus is expected to make decisions in the patient's best interest (Buchanan & Brock, 1989; Chan, 2004). Through the appointment of an 

informed proxy, patient self-determination is extended in the face of decisional incapacity. To realize this goal of extended patient autonomy, surrogates and family members are routinely called on to use the 

substituted judgment standard, one of the predominant legal approaches adopted by the courts that regulate the termination of medical treatment of an incapacitated patient (Rhoden, 1988).

This standard mandates that medical decisions for an incapacitated patient be made as that patient would have made them for himself or herself if able and requires that the decision-maker be objective (Buchanan & Brock, 1989; Rhoden, 1988). Substituted judgments can be guided by the content of a living will or previously stated oral directives. As previously discussed, a majority of patients do not complete written documents, and even if a patient does have a living will, a surrogate may be called on to make decisions that are not directly addressed by the document. Thus, surrogates may be required to infer the patient's treatment predilections from their knowledge of the patient's character, goals, and values. This process entails a certain amount of imagination and deduction on the part of the surrogate while requiring him or her to be objective, uninfluenced by personal emotions and biases.

The other predominant legal standard that is used by surrogates to arrive at decisions to terminate life-sustaining treatment is the 

best interests standard. This standard weighs the burdens of the patient's life in the current state against the benefits of continuing life in that state (Buchanan & Brock, 1989). In order to terminate treatment, the burdens of artificially prolonging a life must clearly and significantly outweigh its benefits. The standard is used when there is little, if any, information about the patient's treatment preferences, and it calls for an objective judgment as to what best serves the patient's interests. This objectivity is described in a document produced in 1987 by the New York State Task Force on Life and the Law as “a judgment that is consistent with what most people would decide for themselves under the same circumstances” (Collopy, 1999, p. 41).

The aforementioned judgment standards are assumed to be rational methods of making end-of-life treatment decisions for a significant other (Chan, 2004). In the real world of end-of-life care and surrogate decision making, it is doubtful that most surrogates purely and rationally use either the substituted judgment or best interests standard when arriving at decisions (Berger, 2005; Chan, 2004; Moore, Sparr, Sherman et al., 2003). It has been argued that the distinction between the best interests and substituted judgment standards is not entirely clear (Rhoden, 1988). Substituted judgment requires a consideration of the patient's character, values, past preferences, and history to make medical decisions that are congruent with what the patient would have wanted; is it possible for a surrogate to make such judgments objectively without one's personal biases (e.g., love and concern for the patient) affecting the decision? The best interests standard asks the surrogate to consider only the patient's current condition in order to make a decision that best serves the patient's current medical interests; how can one appropriately arrive at a decision that promotes the patient's current interests without considering the patient's past and making judgments about quality of life concerns (Moore et al., 2003)?

These points illuminate the complexities and difficult realities that clinicians face when developing and implementing end-of-life treatment plans and further emphasize the importance of advance care planning discussions that include the family and/or significant others. When coping with an advanced illness, family members of patients are deeply affected, and their concern, love, and interests are likely to influence the end-of-life decision-making process; this reality runs contrary to the rationality assumed by the substituted judgment and best interests standards. In addition, patients are often concerned about being a burden on their families at end-of-life. Some patients want their family and decision-making surrogates to consider the interests of the collective when making medical decisions on their behalf (Chan, 2004; Moore et al., 2003). Patients can be deeply concerned as to how treatment decisions affect the well-being of the family (Berger, 2005).

It can be posited that the patient's and family's interests are “often indistinct, mutual, and reciprocal” (Berger, 2005, p. 3), and this emphasis on the interdependence of the individual and family is seen among various cultural groups. This is not to say that the family's interests should be paramount to or even be given equal weight with the patient's interest in all cases but rather that honoring patient's wishes can include consideration of the decision's impact on the collective. As part of the advance care planning process, providers can address this issue with patients: “What do you want your surrogate to consider when he or she makes medical decisions for you?” “How much input do you want your family to have in decisions that are made about your care?” Other questions to assess the impact of the illness on the patient's family from the perspective of the patient include “How is your family handling your illness?” (Quill, 2000) and “What are your loved one's fears about your illness? What are their hopes?” (Moore, 2005a). Clinicians may choose to pose the same types of question to family members. These discussions can help health care professionals better understand family dynamics and the degree to which the family is considering the patient's interests as well as their own in the context of end-of-life decision making.




CONCLUSION

The ultimate goals of the advance care planning process are to facilitate self-determined life closure and to help patients have a “good death.” Realizing these goals requires effort on the parts of patients, clinicians, and family members to communicate openly, honestly, and consistently. All patients have a unique past and present, values and goals that are meaningful to them, connections to others, and futures that can unfold in ways that finish the narration of their life in a coherent and consistent manner. To perceive patients in this way acknowledges them as a person, not just as a patient with a collection of signs and symptoms. Health care professionals who partner with patients, surrogates, and family members in the advance care planning process can help to ensure that a patient's personhood is honored in the last phase of life.
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