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This course is designed to bridge the gap in knowledge of palliative care by providing
        an overview of the concept of palliative care and a discussion of the benefits and barriers
        to optimum palliative care at the end of life. Central to this discussion is an emphasis on
        the importance of talking to patients about the value of palliative care, of clearly
        presenting the prognosis and appropriate treatment options and goals, and of ensuring that
        advance planning is completed. The majority of the course focuses on the assessment and
        management of the most common end-of-life symptoms, with particular attention to pain, the
        most prevalent, as well as the most distressing, physical symptom. Psychosocial and
        spiritual needs of the patient and family are also discussed. Palliative care presents
        unique challenges for some patient populations, most notably older patients,
        children/adolescents, and patients receiving critical care. An overview of the most
        important issues specific to these settings is provided.
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Course Overview



This course is designed to bridge the gap in knowledge of palliative care by providing
        an overview of the concept of palliative care and a discussion of the benefits and barriers
        to optimum palliative care at the end of life. Central to this discussion is an emphasis on
        the importance of talking to patients about the value of palliative care, of clearly
        presenting the prognosis and appropriate treatment options and goals, and of ensuring that
        advance planning is completed. The majority of the course focuses on the assessment and
        management of the most common end-of-life symptoms, with particular attention to pain, the
        most prevalent, as well as the most distressing, physical symptom. Psychosocial and
        spiritual needs of the patient and family are also discussed. Palliative care presents
        unique challenges for some patient populations, most notably older patients,
        children/adolescents, and patients receiving critical care. An overview of the most
        important issues specific to these settings is provided.
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This course is designed for all members of the interprofessional team, including physicians, physician assistants, nurse practitioners, nurses, pharmacists, pharmacy technicians, social workers, marriage and family therapists, and other members seeking to enhance their knowledge of palliative care.

Accreditations & Approvals
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 NetCE is accredited by the International Accreditors for Continuing Education and Training (IACET).  NetCE complies with the ANSI/IACET Standard, which is recognized internationally as a standard of excellence in instructional practices. As a result of this accreditation, NetCE is authorized to issue the IACET CEU. NetCE is approved as a provider of online continuing education for certified nursing assistants through the California Department of Public Health Licensing and Certification Division. Nurse Aide Certification (NAC) Provider #7005. 

Designations of Credit



This activity was planned by and for the healthcare team, and learners will receive 15 Interprofessional Continuing Education (IPCE) credit(s) for learning and change.

 NetCE designates this enduring material for a maximum of 15 AMA PRA Category 1 Credit(s)™. Physicians should claim only the credit commensurate with the extent of their participation in the activity. NetCE designates this continuing education activity for 15 ANCC contact hour(s). NetCE designates this continuing education activity for 10 pharmacology hour(s) for physician assistants. NetCE designates this continuing education activity for 10 pharmacotherapeutic/pharmacology contact hour(s). NetCE designates this continuing education activity for 18 hours for Alabama nurses. NetCE designates this continuing education activity for 7.5 NBCC clock hour(s). NetCE designates this activity for 15 ACPE credit(s). ACPE Universal Activity Number: JA4008164-0000-24-042-H01-P. Social workers participating in this intermediate to advanced course will receive 15 Clinical continuing education clock hours. 

Successful completion of this CME activity, which includes participation in the evaluation component, enables the participant to earn up to 15 MOC points in the American Board of Internal Medicine's (ABIM) Maintenance of Certification (MOC) program. Participants will earn MOC points equivalent to the amount of CME credits claimed for the activity. It is the CME activity provider's responsibility to submit participant completion information to ACCME for the purpose of granting ABIM MOC credit. Completion of this course constitutes permission to share the completion data with ACCME.

 Successful completion of this CME activity, which includes participation in the evaluation component, enables the learner to earn credit toward the CME and/or Self-Assessment requirements of the American Board of Surgery's Continuous Certification program. It is the CME activity provider's responsibility to submit learner completion information to ACCME for the purpose of granting ABS credit.

 This activity has been approved for the American Board of Anesthesiology’s® (ABA) requirements for Part II: Lifelong Learning and Self-Assessment of the American Board of Anesthesiology’s (ABA) redesigned Maintenance of Certification in Anesthesiology Program® (MOCA®), known as MOCA 2.0®. Please consult the ABA website, www.theABA.org, for a list of all MOCA 2.0 requirements. Maintenance of Certification in Anesthesiology Program® and MOCA® are registered certification marks of the American Board of Anesthesiology®. MOCA 2.0® is a trademark of the American Board of Anesthesiology®.

 This activity has been designated for 15 Lifelong Learning (Part II) credits for the American Board of Pathology Continuing Certification Program. 
Through an agreement between the Accreditation Council for Continuing Medical Education and the Royal College of Physicians and Surgeons of Canada, medical practitioners participating in the Royal College MOC Program may record completion of accredited activities registered under the ACCME's "CME in Support of MOC" program in Section 3 of the Royal College's MOC Program.

 This home study course is approved by the Florida Board of Nursing Home Administrators for 15 credit hour(s). AACN Synergy CERP Category A. NetCE is authorized by IACET to offer 1.5 CEU(s) for this program. NetCE designates this continuing education activity for 15 credit(s). 

Individual State Nursing Approvals
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Individual State Behavioral Health Approvals



In addition to states that accept ASWB, NetCE is approved as a provider of continuing education by the following state boards: Alabama State Board of Social Work Examiners, Provider #0515; Florida Board of Clinical Social Work, Marriage and Family Therapy and Mental Health Counseling, CE Broker Provider #50-2405; Illinois Division of Professional Regulation for Social Workers, License #159.001094; Illinois Division of Professional Regulation for Licensed Professional and Clinical Counselors, License #197.000185; Illinois Division of Professional Regulation for Marriage and Family Therapists, License #168.000190; 

Special Approvals



This course fulfills the requirement for California-licensed physicians who must complete 12 hours of pain management and the appropriate care and treatment of the terminally ill. This course meets 6 of the 7 hours of continuing education in pain management as required by the State of Oregon.
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Course Objective



The purpose of this course is to provide an overview of the concept of palliative care as distinct from hospice care, including a discussion of challenges, benefits, and strategies for optimal palliative care and symptom management at the end of life.

Learning Objectives



Upon completion of this course, you should be able to:
	Describe how the definition of palliative care has evolved.
	Define the structure of palliative care delivery, including models of care and the interdisciplinary healthcare team.
	List the benefits of palliative care at the end of life.
	Anticipate the barriers to optimum delivery of palliative care through hospice.
	Effectively engage the components of communication and decision making for end-of-life care.
	Identify the common concerns and symptoms at the end of life for patients with life-limiting diseases.
	Discuss the barriers to effective relief of pain at the end of life.
	Assess pain accurately through use of clinical tools and other strategies.
	Select appropriate pharmacologic and/or non- pharmacologic therapies to manage pain in patients during the end-of-life period.
	Assess and manage the most common symptoms (other than pain) experienced by patients during the end-of-life period.
	Evaluate the psychosocial needs of patients at the end of life and their families and provide appropriate treatment or referral.
	Recognize and address the spiritual needs of patients at the end of life and provide appropriate treatment or referral.
	Develop a strategy for providing care to patients and their families over the last days and hours of life.
	Support appropriate grief and mourning.
	Explain the specific challenges and ethical considerations in delivering optimum palliative care to older patients, children, and patients in critical care settings.
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Implicit Bias in Health Care




      The role of implicit biases on healthcare outcomes has become a concern,
      as there is some evidence that implicit biases contribute to health
      disparities, professionals' attitudes toward and interactions with
      patients, quality of care, diagnoses, and treatment decisions. This may
      produce differences in help-seeking, diagnoses, and ultimately treatments
      and interventions. Implicit biases may also unwittingly produce
      professional behaviors, attitudes, and interactions that reduce patients'
      trust and comfort with their provider, leading to earlier termination of
      visits and/or reduced adherence and follow-up. Disadvantaged groups are
      marginalized in the healthcare system and vulnerable on multiple levels;
      health professionals' implicit biases can further exacerbate these
      existing disadvantages.
    

      Interventions or strategies designed to reduce implicit bias may be
      categorized as change-based or control-based. Change-based interventions
      focus on reducing or changing cognitive associations underlying implicit
      biases. These interventions might include challenging stereotypes.
      Conversely, control-based interventions involve reducing the effects of
      the implicit bias on the individual's behaviors. These strategies include
      increasing awareness of biased thoughts and responses. The two types of
      interventions are not mutually exclusive and may be used synergistically.
    


1. INTRODUCTION



The concept of palliative care has garnered much attention since the term was first used in the late 1960s to refer to a holistic approach to patient-centered care, with a focus on enhancing the quality of life for patients living with serious illness and their families. As currently practiced, palliative care is interdisciplinary team care designed to engage the expertise of providers from different clinical disciplines. The purpose of palliative care is to alleviate suffering and provide comfort; to this end, the primary goals are relief of pain and other distressing symptoms, effective communication with the patient and family in order to establish patient-centered goals of care, attentiveness to psychological and spiritual needs, and support for family members. With its roots in hospice care, the term "palliative care" has long been used interchangeably with "end-of-life care." However, in contrast to hospice, the initiation of palliative care is not contingent upon the expectation that the patient has less than six months to live or that disease-directed therapy has run its course. Across all specialties, the emphasis now is on the integration of palliative care into the ongoing management strategy for any patient with a serious, life-threatening illness, regardless of age. Hospice care is palliative care provided in the last weeks and months of life, when disease-directed or curative treatment has been exhausted or deemed no longer to be of benefit[1].
Palliative care at the end of life is delivered most effectively through hospice. Palliative care/hospice was once primarily confined to the cancer setting because of the evident and often rapid health decline to death with this disease. Hospice extended to the acquired immunodeficiency syndrome (AIDS) setting for the same reason. Ongoing advances in medicine have changed these once-lethal diseases into chronic conditions, shifting the trajectory of illness and leaving a growing number of patients in need of palliative care for longer periods of time. Similarly, individuals with other life-limiting diseases, such as heart failure, chronic obstructive pulmonary disease (COPD), end-stage renal disease, and dementia, are in need of similar care. Thus, a growing number of individuals could benefit from palliative care. However, palliative/hospice care is underutilized in the United States for a variety of reasons, and many patients experience an unnecessary degree of physical and psychological suffering at the end of life [1,2].
Both clinician- and patient-related factors contribute to the underuse of palliative/hospice care. In addition, evidence-based guidelines are lacking for end-of-life care for many noncancer life-threatening conditions. More research on the prevalence and severity of symptoms and functional status in patients with life-limiting diseases, as well as the efficacy of interventions is needed to generate these much-needed guidelines.
This course is designed to bridge the gap in knowledge of palliative care by providing an overview of the concept of palliative care and associated clinical issues and a discussion of the benefits and barriers to optimum palliative care at the end of life. Central to this discussion is an emphasis on the importance of talking to patients about the value of palliative care, of clearly presenting the prognosis and appropriate treatment options and goals, and of ensuring that advance planning is completed. Much of the course focuses on the assessment and management of the most common end-of-life needs, with particular attention to pain, the most prevalent, as well as the most distressing, physical symptom. Psychosocial and spiritual needs of the patient and family are also discussed. Palliative care presents unique challenges for some patient populations, most notably older patients, children/adolescents, and patients receiving critical care. An overview of the most important issues specific to these settings is provided.

2. CONCEPT OF PALLIATIVE CARE



EVOLVING DEFINITION OF PALLIATIVE CARE



The term "palliative care" was first used by Balfour Mount, a
        Canada-trained physician and visiting professor at St. Christopher's Hospice, the first
        program of its kind. Dr. Mount subsequently established a palliative care program at Royal
        Victoria Hospital in Montreal, the first such program to be integrated in an academic
        teaching hospital [3]. Since that time, many
        attempts have been made to craft a definition of palliative care that represents its unique
        focus and goals. The challenge in defining palliative care has been encompassing all that
        such care refers to while specifying the timing of it (Table
          1) [4,5,6,7,8]. The timing of palliative care remains an
        important point of discussion. As a result of its roots in hospice care, the term
        "palliative care" has often been considered to be synonymous with "end-of-life care."
        However, the current emphasis is to integrate palliative care earlier in the overall
        continuum of care (Figure 1) [6,9].
Table 1: EVOLVING DEFINITION OF PALLIATIVE CARE
	Year	Source and Definition	Comments
	1990	World Health Organization (WHO): "…The active total care of patients whose disease is not responsive to curative treatment."	Does not apply exclusively to palliative care
	1993	The Oxford Textbook of Palliative Medicine: "The study and
                management of patients with active, progressive, far-advanced disease for whom the
                prognosis is limited and the focus of care is the quality of life."	Lacks essential aspects, such as support provided to families, as well as specificity about timing
	2004	
            National Consensus Project: "The goal of palliative care is to prevent and relieve suffering and to support the best possible quality of life for patients and their families, regardless of the stage of the disease or the need for other therapies…"
Palliative care expands traditional disease-model medical treatments to include the goals of enhancing quality of life for patient and family, optimizing function, helping with decision making, and providing opportunities for personal growth. As such, it can be delivered concurrently with life-prolonging care or as the main focus of care.


          	First definition to reflect integration of palliative care earlier into the disease continuum
	2007	WHO (revision): "An approach that improves the quality of life of patients and their families facing the problem associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial, and spiritual."	Improvement over original WHO definition, but expansion of palliative care throughout the continuum of care not explicit
	2009	American Society of Clinical Oncology: "Palliative cancer care is the integration into cancer care of therapies to address the multiple issues that cause suffering for patients and their families and have an impact on the quality of their lives. Palliative cancer care aims to give patients and their families the capacity to realize their full potential, when their cancer is curable as well as when the end of life is near."	Defines palliative care for patients with cancer, but definition can be applied to palliative care in all settings
	2013	National Consensus Project: "Palliative care means patient and family-centered care that optimizes quality of life by anticipating, preventing, and treating suffering. Palliative care throughout the continuum of illness involves addressing physical, intellectual, emotional, social, and spiritual needs and to facilitate patient autonomy, access to information, and choice."	Characterization of palliative care in the United States, as defined by the U.S. Department of Health and Human Services and the National Quality Forum


Source: [4,5,6,7,8]


Figure 1: EVOLUTION OF THE PALLIATIVE CARE MODEL
[image: EVOLUTION OF THE PALLIATIVE CARE MODEL]

Source: [9]


As the definition of palliative care has evolved, end-of-life care has become one aspect of palliative care. The time period assigned to "end of life" has not been defined, with the phrase being used to describe an individual's last months, weeks, days, or hours [10,11]. Designating a specific time period as the "end of life" is further challenged by disease trajectories that differ depending on the underlying life-limiting disease, a problem discussed in detail later in this course.

EFFORTS TO ENHANCE PALLIATIVE CARE AT THE END OF LIFE



Since the establishment of the first hospice in the United States in 1974, many initiatives have been undertaken to enhance the quality of care given at the end of life. The lack of progress in relieving end-of-life suffering was highlighted with the publication of findings from the Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatment (SUPPORT) [12,13]. The results of this landmark study indicated that in-hospital deaths were characterized by prolonged suffering, uncontrolled pain, and caregiver hardship. In response, the Institute of Medicine (IOM) commissioned a report on the quality of care at the end of life, and the authors of this report, Approaching Death: Improving Care at the End of Life, noted that too many patients "suffer needlessly" at the end of life and emphasized the need for better training of healthcare professionals and reform of outdated laws that inhibited the use of pain-relieving drugs [2]. A subsequent IOM report pointed out the need for enhanced pediatric palliative care [14]. Several initiatives have been developed to address the deficiencies in the quality of palliative care; to optimize the use of hospice; to help the lay public better understand the meaning of palliative care and hospice and their benefits; and to enhance the knowledge, skills, and attitudes of healthcare professionals. Five organizations—the American Academy of Hospice and Palliative Medicine (AAHPM), the Center to Advance Palliative Care (CAPC), the Hospice and Palliative Nurses Association, the Last Acts Partnership, and the National Hospice and Palliative Care Organization (NHPCO)—joined forces in the National Consensus Project for Quality Palliative Care Consortium and published clinical practice guidelines to help reduce the variation in palliative care programs and enhance continuity of care across healthcare settings [6]. The National Quality Forum (NQF) built on these guidelines when it proposed a national framework for palliative and hospice care [15].
Other efforts included the first core curriculum in hospice and palliative care, created by the AAHPM; the development of the Education in Palliative and End-of-Life Care (EPEC) Project (https://www.bioethics.northwestern.edu/programs/epec); and the subsequent development of the EPEC-Oncology (EPEC-O) curriculum and the End-of-Life Nursing Education Consortium Project (https://www.aacnnursing.org/ELNEC).

COMPONENTS OF HIGH-QUALITY PALLIATIVE CARE



Because palliative care focuses on the physical and psychosocial needs of the patient and his or her family, the patient's and family's perspectives are vital considerations in developing high-quality palliative care programs. An early survey of patients with life-limiting diseases identified five priorities for palliative care: receiving adequate treatment for pain and other symptoms, avoiding inappropriate prolongation of life, obtaining a sense of control, relieving burden, and strengthening relationships with loved ones [16]. In another study, a spectrum of individuals involved with end-of-life care (physicians, nurses, social workers, chaplains, hospice volunteers, patients, and recently bereaved family members) echoed these findings, with the following factors being noted as integral to a "good death:" pain and symptom management, clear decision making, preparation for death, completion, contributing to others, and affirmation of the whole person [17].
The priorities set by patients and healthcare professionals were considered carefully in the structuring of clinical practice guidelines for high-quality palliative care developed by the National Consensus Project (NCP) for Quality Palliative Care. These guidelines are organized according to eight domains [6]:
	Structure and processes of care
	Physical aspects
	Psychological and psychiatric aspects
	Social aspects
	Spiritual, religious, and existential aspects
	Cultural aspects
	Care of the patient nearing the end of life
	Ethical and legal aspects


In its publication, the NQF sets forth 39 guidelines based on these eight domains (Table 2) [6].
Table 2: GUIDELINES FOR PALLIATIVE AND HOSPICE CARE
	
                1. Since palliative care is holistic in nature, it is provided by a team
                    of physicians, advanced practice registered nurses, physician assistants,
                    nurses, social workers, chaplains, and others based on need.
2. An interdisciplinary comprehensive assessment of the patient and family
                    forms the basis for the development of an individualized patient and family
                    palliative care plan.
3. In collaboration with the patient and family, the interdisciplinary
                    team (IDT) develops, implements, and updates the care plan to anticipate,
                    prevent, and treat physical, psychological, social, and spiritual
                    needs.
4. The IDT has defined processes to ensure access, quality, and continuity
                    of care, especially during transitions of care.
5. Palliative care is provided in any care setting, including private
                    residences, assisted living facilities, rehabilitation, skilled and intermediate
                    care facilities, acute and long-term care hospitals, clinics, hospice
                    residences, correctional facilities, and homeless shelters.
6. Education, training, and professional development are available to the
                    IDT.
7. Care is coordinated and characterized as the right care at the right
                    time throughout the course of an individual's disease(s) or condition. The IDT
                    recognizes that transitions of care occur within care settings, between care
                    settings, and between care providers. Care transitions are anticipated, planned,
                    and coordinated to ensure patient goals are achieved.
8. Providing palliative care to patients with a serious illness and their
                    families has an emotional impact, therefore the IDT creates an environment of
                    resilience, self-care, and mutual support.
9. In its commitment to continuous quality improvement (CQI), the IDT
                    develops, implements, and maintains a data-driven process focused on patient-
                    and family-centered outcomes using established quality improvement
                    methodologies.
10. Recognizing limitations in reimbursement for interdisciplinary
                    palliative care, the IDT endeavors to secure funding for long-term
                    sustainability and growth.
11. The palliative care IDT endeavors to relieve suffering and improve
                    quality of life, as defined by the patient and family, through the safe and
                    timely reduction of the physical symptoms and functional impairment associated
                    with serious illness.
12. The IDT assesses physical symptoms and their impact on well-being,
                    quality of life, and functional status.
13. Interdisciplinary care plans to address physical symptoms, maximize
                    functional status, and enhance quality of life are developed in the context of
                    the patient's goals of care, disease, prognosis, functional limitations,
                    culture, and care setting. An essential component of palliative care is ongoing
                    management of physical symptoms, anticipating changes in health status, and
                    monitoring of potential risk factors associated with the disease and side
                    effects due to treatment regimens.
14. The palliative care team provides written and verbal recommendations
                    for monitoring and managing physical symptoms.
15. The IDT includes a social worker with the knowledge and skills to
                    assess and support mental health issues, provide emotional support, and address
                    emotional distress and quality of life for patients and families experiencing
                    the expected responses to serious illness. The IDT has the training to assess
                    and support those with mental health disorders, either directly, in
                    consultation, or through referral to specialist level psychological and/or
                    psychiatric care.
16. The IDT screens for, assesses, and documents psychological and
                    psychiatric aspects of care based upon the best available evidence to maximize
                    patient and family coping and quality of life.
17. The IDT manages and/or supports psychological and psychiatric aspects
                    of patient and family care including emotional, psychosocial, or existential
                    distress related to the experience of serious illness, as well as identified
                    mental health disorders. Psychological and psychiatric services are provided
                    either directly, in consultation, or through referral to other
                    providers.
18. The IDT provides recommendations for monitoring and managing long-term
                    and emerging psychological and psychiatric responses and mental health
                    concerns.
19. The palliative care IDT has the skills and resources to identify and
                    address, either directly or in collaboration with other service providers, the
                    social factors that affect patient and family quality of life and
                    well-being.
20. The IDT screens for and assesses patient and family social supports,
                    social relationships, resources, and care environment based on the best
                    available evidence to maximize coping and quality of life.
21. In partnership with the patient, family, and other providers, the IDT
                    develops a care plan for social services and supports in alignment with the
                    patient's condition, goals, social environment, culture, and setting to maximize
                    patient and family coping and quality of life across all care settings.
22. A palliative care plan addresses the ongoing social aspects of patient
                    and family care, in alignment with their goals, and provides recommendations to
                    all clinicians involved in ongoing care.
23. Patient and family spiritual beliefs and practices are assessed and
                    respected. Palliative care professionals acknowledge their own spirituality as
                    part of their professional role and are provided with education and support to
                    address each patient's and family's spirituality.
24. The spiritual assessment process has three distinct
                    components—spiritual screening, spiritual history, and a full spiritual
                    assessment. The spiritual screening is conducted with every patient and family
                    to identify spiritual needs and/or distress. The history and assessment identify
                    the spiritual background, preferences, and related beliefs, values, rituals, and
                    practices of the patient and family. Symptoms, such as spiritual distress and
                    spiritual strengths and resources, are identified and documented.
25. The IDT addresses the spiritual needs of the patient and
                    family.
26. Patient and family spiritual care needs can change as the goals of
                    care change or patients move across settings of care.
27. The IDT delivers care that respects patient and family cultural
                    beliefs, values, traditional practices, language, and communication preferences
                    and builds upon the unique strengths of the patient and family. Members of the
                    IDT work to increase awareness of their own biases and seek opportunities to
                    learn about the provision of culturally sensitive care. The care team ensures
                    that its environment, policies, procedures, and practices are culturally
                    respectful.
28. The IDT ensures that patient and family preferred language and style
                    of communication are supported and facilitated in all interactions.
29. The IDT uses evidence-based practices when screening and assessing
                    patient and family cultural preferences regarding health care practices,
                    customs, beliefs and values, level of health literacy, and preferred
                    language.
30. A culturally sensitive plan of care is developed and discussed with
                    the patient and/or family. This plan reflects the degree to which patients and
                    families wish to be included as partners in decision-making regarding their
                    care. When hosting meetings to discuss and develop the plan, the IDT ensures
                    that patient and family linguistic needs are met.
31. The IDT includes professionals with training in end-of-life care,
                    including assessment and management of symptoms, communicating with patients and
                    families about signs and symptoms of approaching death, transitions of care, and
                    grief and bereavement. The IDT has established structures and processes to
                    ensure appropriate care for patients and families when the end of life is
                    imminent.
32. The IDT assesses physical, psychological, social, and spiritual needs,
                    as well as patient and family preferences for setting of care, treatment
                    decisions, and wishes during and immediately following death. Discussions with
                    the family focus on honoring patient wishes and attending to family fears and
                    concerns about the end of life. The IDT prepares and supports family caregivers
                    throughout the dying process, taking into account the spiritual and cultural
                    background and preferences of the patient and family.
33. In collaboration with the patient and family and other clinicians, the
                    IDT develops, implements, and updates (as needed) a care plan to anticipate,
                    prevent, and treat physical, psychological, social, and spiritual symptoms. The
                    care plan addresses the focus on end-of-life care and treatments to meet the
                    physical, emotional, social, and spiritual needs of patients and families. All
                    treatment is provided in a culturally and developmentally appropriate
                    manner.
34. During the dying process, patient and family needs are respected and
                    supported. Post-death care is delivered in a manner that honors patient and
                    family cultural and spiritual beliefs, values, and practices.
35. Bereavement support is available to the family and care team, either
                    directly or through referral. The IDT identifies or provides resources,
                    including grief counseling, spiritual support, or peer support, specific to the
                    assessed needs. Prepared in advance of the patient's death, the bereavement care
                    plan is activated after the death of the patient and addresses immediate and
                    longer-term needs.
36. The core ethical principles of autonomy, substituted judgment,
                    beneficence, justice, and nonmaleficence underpin the provision of palliative
                    care.
37. The provision of palliative care occurs in accordance with federal,
                    state, and local regulations and laws, as well as current accepted standards of
                    care and professional practice.
38. The patient's preferences and goals for medical care are elicited
                    using core ethical principles and documented.
39. Within the limits of applicable state and federal laws, current
                    accepted standards of medical care, and professional standards of practice,
                    person-centered goals form the basis for the plan of care and decisions related
                    to providing, forgoing, and discontinuing treatments.


          


Source: [6] Reprinted with permission from National Consensus Project for Quality Palliative Care. Clinical Practice Guidelines for Quality Palliative Care. 4th ed. Richmond, VA: National; 2018.


Models of Care



Palliative care service is rendered through several different models, including hospital-based inpatient programs, outpatient clinics (based in hospitals or private practices), and combined consultation services and inpatient programs. Hospice programs may provide a consultative service but generally assume direct responsibility for end-of-life palliative care rendered at home, hospital, or other hospice resident facility [15]. The Joint Commission began offering an advanced certification program for palliative care in September 2011 [18]. In an effort to enhance access to end-of-life care, models of care are being adapted for a variety of specific settings, such as rural communities, correctional facilities, long-term care facilities, children's hospitals, and intensive care units [19,20,21,22,23,24].

Healthcare Team



The delivery of comprehensive palliative care relies on a team of skilled providers with experience and training in the principles of palliative care (Figure 2). The team may be organized around a primary care clinician or a palliative care specialist who functions as consultant or principal provider [15,25,26,27]. Palliative care interventions have been shown to significantly improve patient outcomes, although the data are stronger for patients with cancer than for life-limiting diseases overall [28,29]. This is illustrated by results of a randomized controlled trial of early palliative care provided as an adjunct to standard oncologic care for patients with metastatic non-small cell lung cancer. In this study, involving 151 subjects enrolled from a single academic practice, patients in the intervention group were seen by a palliative care clinician regularly (once or more per month) for 12 weeks; in comparison to the group receiving only standard care, the intervention (palliative care) group had a measurably better quality of life, lower rate of depression, and improved survival by 2.7 months [30].
Figure 2: MEMBERS OF THE PALLIATIVE CARE TEAM
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Source: [15,25,26,27]


The composition of a hospice care team is essentially the same as for a standard palliative care team. The primary service provided during hospice care is skilled nursing care and management of distressing symptoms, followed by bereavement services and medical social services (Figure 3) [31]. Clinical specialists (e.g., oncologists, cardiologists, pulmonologists) also become members of a palliative care team when they are involved with the care of their patients during the end of life. Family physicians and general internists typically provide primary palliative care; this level of care requires skill in core palliative care competencies (such as basic symptom assessment and management and knowledge of psychosocial and community services) [6,8].
Figure 3: SERVICES PROVIDED DURING HOSPICE CARE
[image: SERVICES PROVIDED DURING HOSPICE CARE]

Source: [31] Reprinted from Caffrey C, Sengupta M, Moss A, Harris-Kojetin L, Valverde R. Home health care and discharged hospice care patients: United States, 2000 and 2007. Natl Health Stat Report. 2011;(38):1-27.


The composition of the healthcare team and the roles of its members may differ across palliative care settings, and roles and responsibilities should be clear and well documented to help members work effectively as a team. Team members' roles should also be communicated to the patient and the family.
The primary care physician is usually responsible for referral to palliative care through hospice when the patient has a non-cancer diagnosis. In general, the primary care physician becomes the attending physician, assuming primary responsibility for the patient [32,33]. The primary care physician should be prepared to relinquish some autonomy in order to work effectively with the interdisciplinary team [32]. Home-based hospice care is organized around a team that includes the attending physician, registered nurse, social worker, and counselor. These team members are necessary for Medicare reimbursement [34]. The attending physician collaborates with other members of the hospice team to manage symptoms and fulfills other basic obligations, such as admission orders, medication prescriptions and refills, certification of hospice eligibility, and signing of the death certificate [33].
High-quality palliative care also requires special expertise in honest, compassionate communication. In addition to enhancing the patient's and family's experience, these skills help to establish trust and overcome barriers to adequate care and relief of symptoms. Several communication tasks are especially important: conveying accurate prognostic information while maintaining hope, eliciting information about symptoms, decision making about curative and palliative treatments, handling emotions, and dealing with requests from patients and families who have unrealistic goals [35,36,37]. The challenges of communicating effectively are discussed later in this course.


USE OF PALLIATIVE CARE AND HOSPICE SERVICES



Despite the increasing use of hospice, palliative care and hospice are underutilized services. The NHPCO statistics show the share of Medicare decedents who used hospice increased from 44.0% in 2010 to 51.6% in 2018; decreased to 47.3% in 2021, because of the COVID-19 pandemic; then increased to 49.1% in 2022 [1]. Hospice use varies according to several demographic factors. Patients treated in hospice are primarily women, although the gap has been closing, with 54.3% of the hospice population being female [1]. Studies show that White individuals are more likely to use hospice than are individuals in minority populations [38,39,40,41]. However, from 2018 to 2022, NHPCO data show that hospice utilization by Medicare decedents increased among all race/ethnicity groups surveyed. In 2022, 51.6% of White, 38.3% of Hispanic, 38.1% of Asian American, 37.4% of Black, and 37.1% of North American Native Medicare decedents were enrolled in hospice [1].
The lower rates of hospice use in minority populations have been attributed to many factors, including beliefs about health care, death, and end-of-life care; lack of awareness of hospice services; mistrust of the healthcare system; cultural differences in healthcare decision making and in disclosure of illness to the patient; lack of insurance; lack of healthcare professionals' cultural competency; lower referral rates by health care professionals; and the hospice caregiver requirement [40,42,43,44].
Most Common Diagnoses



Cancer and human immunodeficiency virus (HIV)/AIDS were once the predominant diseases in hospice and palliative care programs, but as treatments for these diseases have improved, the number of individuals with the diseases in hospice programs has decreased while the number of individuals with chronic, progressive diseases has increased. In 2021, Alzheimer dementia/nervous system disorders/organic psychosis (25%), cancer (23%), and cardiac/circulatory system diseases (22%) were the three most common diagnoses (by ICD-10 code) in the hospice population, accounting for nearly three-quarters of all hospice beneficiary diagnoses (Figure 4) [1].
Figure 4: DISTRIBUTION OF DIAGNOSES IN HOSPICE CARE, 2021
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Source: [1]




BENEFITS OF PALLIATIVE CARE AT THE END OF LIFE



Most of the studies designed to determine the benefits of palliative care/hospice at the end of life have centered on patients with cancer. However, an increasing number of researchers are focusing on palliative care interventions for patients with other life-limiting diseases. The field of palliative care/hospice research has grown considerably in the past decade, but reliable meta-analyses of palliative care studies have been limited because of variations in methodology and in the focus and extent of services [45]. Increasingly, studies are confirming the benefits of palliative care/hospice in terms of quality of life, satisfaction with care, and end-of-life outcomes, as well as cost-effectiveness.
A systematic review indicated weak evidence of benefit for palliative care/hospice. The results did demonstrate significant benefit of specialized palliative care interventions in four of 13 studies in which quality of life was assessed and in one of 14 studies in which symptom management was assessed [29]. However, the authors of the review noted that most of the studies lacked the statistical power to provide conclusive results, and the quality-of-life measures evaluated were not specific for patients at the end of life [29]. Other research has shown that palliative care intervention was associated with significantly better quality of life and greater patient and/or family caregiver satisfaction [45,46,47]. Data to support benefit in reducing patients' physical and psychological symptoms have been lacking [45]. Such symptoms were significantly improved when patients received care delivered by palliative care specialists [28].
Surveys of patients' family members also demonstrate the value of palliative care. The Family Assessment of Treatment at the End of Life (FATE) survey was developed to evaluate family members' perceptions of their loved one's end-of-life care in the Veterans Administration (VA) healthcare system. FATE consists of nine domains: well-being and dignity, information and communication, respect for treatment preferences, emotional and spiritual support, management of symptoms, choice of inpatient facility, care around the time of death, access to VA services, and access to VA benefits after the patient's death. Using the assessment tool, researchers found that palliative care and hospice services were associated with significantly higher overall scores compared with usual care [48].
In addition to the benefits realized by patients, palliative care is beneficial for patients' family members as well. According to a survey of bereaved family members, a significantly higher proportion of respondents had their emotional or spiritual needs met when the patient received palliative care (compared with "usual care") [49]. Palliative care was also seen to improve family member coping skills and the ability to manage the inevitable tasks associated with terminal illness; that is, more family members knew what to expect when the patient was dying, felt competent to participate in the care of the dying person, and felt confident in knowing what to do when the patient died [49]. Other studies have shown benefit for caregivers through positive effects on caregiver burden, anxiety, satisfaction, and the ability to "move on" more easily after the patient's death [46,50].
The most surprising finding is the apparent survival advantage conferred by palliative and hospice care. One study showed that hospice care extended survival for many patients within a population of 4,493 patients with one of five types of cancer (lung, breast, prostate, pancreatic, or colorectal cancer) or heart failure [51]. For the population as a whole, survival was a mean of 29 days longer for patients who had hospice care than for those who did not. With respect to the specific diseases, heart failure was associated with the greatest increase in survival (81 days), followed by lung cancer (39 days), colorectal cancer (33 days), and pancreatic cancer (21 days) [51]. There was no survival benefit for patients with breast or prostate cancer. In a study of patients with metastatic non-small cell lung cancer, patients who received early palliative care (within three weeks after enrollment in the study) lived significantly longer than those who received standard oncologic care only (11.6 months vs. 8.9 months) [30]. In the same study, the quality of life and symptoms of depression were also significantly better for the cohort of patients who received early palliative care. Similarly, a retrospective study found a slight survival advantage to hospice care among older individuals (>65 years) with advanced lung cancer [52]. These observations prompted the American Society of Clinical Oncology (ASCO) to publish a Provisional Clinical Opinion in which it states that concurrent palliative care and standard oncologic care should be offered to people with metastatic non-small cell lung cancer at the time of initial diagnosis [53]. The ASCO Opinion also notes that although the evidence of survival benefit is not as strong for other types of cancer, the same approach should be considered for any patient with metastatic cancer and/or high symptom burden [53]. The 2013 American College of Chest Physicians (ACCP) guideline for the diagnosis and management of lung cancer also recommends that "palliative care combined with standard oncology care be introduced early in the treatment course" for patients with late-stage (i.e., stage IV) lung cancer and/or a high symptom burden [54].
The cost of care at the end of life is a controversial issue because of the disproportionate costs incurred for care within the last two years of life and the wide variation in costs related to the aggressiveness of care across healthcare facilities [55]. The simple act of discussing end-of-life issues can help patients and families better understand options, leading to reduced costs. In a study of 603 patients with advanced cancer, costs in the last week of life were approximately $1,000 lower for patients who had end-of-life discussions with their healthcare providers compared with patients who did not have such conversations [56].
Several studies have documented the cost-effectiveness of hospice care. A meta-analysis published in 1996 showed that hospice care reduced healthcare costs by as much as 40% during the last month of life and 17% over the last six months [57]. A later study demonstrated little difference in costs at the end of life, with the exception of costs for patients with cancer, which were 13% to 20% lower for those who had received hospice care than for those who had not [58]. In a study of 298 patients with end-stage organ failure diseases, in-home hospice care significantly reduced healthcare costs by decreasing the number of hospitalizations and emergency department visits [46]. The strongest evidence of cost savings is found in a 2007 study in which hospice use reduced Medicare costs during the last year of life by an average of $2,309 per hospice user [59]. As was found earlier, the cost savings were greater for patients with cancer than for those with other diagnoses [59]. The greatest cost reduction (about $7,000) was associated with a primary diagnosis of cancer and length of stay of 58 to 103 days [59]. The maximum cost savings was much lower (approximately $3,500) for other life-limiting diagnoses but with a similar length of stay (50 to 108 days) [59].
Palliative care consultations also reduce costs. A review of data for Medicaid beneficiaries (with a variety of life-limiting diagnoses) at four hospitals in New York showed that hospital costs were an average of $6,900 lower during a given admission for patients who received palliative care than for those who received usual care [60]. The reduction in costs was greater ($7,563) for patients who died in the hospital compared with those who were discharged alive [60].

CHALLENGES TO OPTIMUM DELIVERY OF PALLIATIVE CARE AT THE END OF LIFE



Despite the many benefits of palliative care and hospice, referrals are usually not timely and often are not made at all [61,62,63,64,65,66]. Many challenges contribute to the low rate of optimum end-of-life care.
Among the most important barriers to the optimum use of palliative care at the end of life are the lack of well-trained healthcare professionals; reimbursement policies; difficulty in determining accurate prognoses; and attitudes of patients, families, and clinicians.
Lack of Well-Trained Healthcare Professionals



Medical school and residency training programs emphasize disease recognition, diagnostic assessment, and treatment and management strategies that have restorative power, prolong life, and prevent death. The role of palliative care traditionally has not been sufficiently addressed [67]. Students who have participated in mandatory courses in palliative medicine have noted that they are better prepared to care for dying patients [68]. Efforts to enhance education have resulted in the development of more than 100 primary care residency programs that offer palliative medicine as part of the curriculum and 72 postgraduate medical fellowship programs in palliative care [69,70]. In addition, hospital-based palliative care programs have integrated the eight NCP domains into graduate courses and residencies for physicians and registered nurses, and certifications in palliative care have become available for physicians, nurses, and social workers [6]. Between 1996 and 2006, more than 2,100 physicians obtained certification in hospice and palliative medicine from the American Board of Hospice and Palliative Medicine [71]. As of January 2016, there were nearly 6,400 active certified hospice and palliative care physicians in the United States [72]. In 2006, subspecialty certification in hospice and palliative medicine was established for 10 Boards within the American Board of Medical Specialties. The first exam was held in 2008, and 1,274 physicians earned certification in hospice and palliative medicine. Since then, the number of physicians who have earned certification though the American Board of Medical Specialties has increased fivefold, with physicians in internal medicine and family medicine accounting for 85% of the total (Table 3) [73].
Table 3: NUMBER OF PHYSICIANS CERTIFIED IN SUBSPECIALTY OF HOSPICE AND PALLIATIVE MEDICINE, 2014–2023
	American Board Specialty	No. of Physicians
	Internal medicine	4,167
	Family medicine	1,573
	Pediatrics	268
	Anesthesiology	100
	Emergency medicine	247
	Psychiatry and neurology	119
	Surgery	70
	Radiology	60
	Obstetrics and gynecology	71
	Physical medicine and rehabilitation	29
	Total	6,604


Source: [73]


Initiatives to enhance the knowledge and skills of nurses have included graduate nursing programs in palliative care, instructional resources for nursing educators, communication skills training for nurses, and educational programs for home care professionals, as well national certifications [6,74]. More than 18,000 nurses are Board-certified in hospice and palliative nursing [75].

Reimbursement Policies



Medicare reimbursement for hospice care became available when the Medicare Hospice Benefit was established in 1982, and reimbursement through private health insurances soon followed [34]. Reimbursement for hospice enabled more people with life-limiting disease to receive palliative care at home and in hospice units: the number of hospices in the United States has increased steadily, from 158 Medicare-certified hospices in 1985 to 4,639 in 2018 [1]. Despite the positive impact of the Medicare Hospice Benefit, fewer than half of eligible Medicare beneficiaries use hospice care and most only for a short period of time. This is because Medicare beneficiaries are required to forgo Medicare payment for care related to their terminal condition in order to receive access to Medicare hospice services (Table 4) [34,85]. The eligibility requirements of the benefit explicitly state that the focus of hospice "is on caring, not on curing," and in order to receive reimbursement for hospice services, patients must sign a statement that they will forego curative treatment [34]. This requirement frightens some patients or their families, who subsequently view hospice as "giving up." Furthermore, the restriction does not account for palliative treatments that serve the dual purpose of alleviating symptoms while prolonging life. For example, therapeutic regimens and measures designed to optimally treat heart failure are the same as those used for palliative care of patients with heart failure [76]. At present, there are no Medicare regulations that specify which treatments are considered palliative, and this lack of clarity has led to variation in what treatments individual hospice programs offer. Hospice care may be denied to patients receiving palliative chemotherapy or radiotherapy, and this may result in many people not choosing hospice. Although oncology experts have noted that radiotherapy is an important component of palliative care for many people with metastatic cancer, only 3% of people receiving hospice care receive radiation therapy; expense and the need to transport patients were the primary barriers [77,78,79]. Other palliative interventions, such as chemotherapy, blood transfusions, total parenteral nutrition, and intravenous medications, may not be economically feasible for small hospice units but may be possible at larger ones [80,81,82].
Table 4: MEDICARE HOSPICE BENEFIT
	Variables	Criteria
	Benefits (covered services)	
            Services of physicians; nurses; social workers; dietary counselors; physical, occupational, language, and speech therapists; hospice aides and homemakers; grief and loss counselors
Medications for symptom control (small co-payment may be necessary)
Medical equipment and supplies
Short-term inpatient or respite care (small co-payment may be necessary)


          
	Nonreimbursable services	
            Care in an emergency department or inpatient facility, or ambulance transportation, unless arranged by hospice medical team
Care from a provider not arranged by the hospice medical team
Room and board
Prescription drugs, other than for pain relief or symptom control
Curative treatment


          
	Period of care	Two 90-day periods, followed by unlimited number of 60-day periods
	Restrictions	
            Signed acknowledgment that treatment (including medications) directed at curing the terminal disease cannot be carried out
Certification by physician at the beginning of each period of stay that the prognosis is six months or less


          


Source: [34]


Many have suggested that the hospice model should change to allow for integration of disease-directed therapy [83,84]. The Affordable Care Act of 2010 stipulates that the Centers for Medicare & Medicaid Services (CMS) implement a three-year demonstration project to evaluate concurrent hospice care and disease-directed treatment [84]. This project represents a significant change to the eligibility criteria and, while the change has the potential to improve access to hospice care, careful assessment of the effect of concurrent treatment on use of hospice as well as on quality of life, quality of care, survival, and costs is needed [84]. Phase 2 of the project, the Medicare Care Choices Model (MCCM), became a six-year study (2016–2021) to assess whether offering Medicare beneficiaries the option to receive supportive, palliative care services through hospice providers without forgoing Medicare payments for treatment of their terminal conditions would improve beneficiaries' quality of life, increase their satisfaction with care, and reduce Medicare expenditures. In all, 89 of141 (63%) Medicare-certified hospices participated in MCCM; however, only 44 (31%) participated for all six years [85].
Of 7,253 Medicare beneficiaries who enrolled in the MCCM program, all qualified for hospice and met other eligibility criteria, including having cancer, heart failure, chronic pulmonary disease, or HIV/AIDS [85]. Enrollees received supportive and palliative care services through MCCM while continuing to receive Medicare coverage for disease-directed treatment of their terminal condition. Specific MCCM-directed services included assessment of health and health-related social needs, care coordination and case management, access to healthcare professionals, person- and family-centered care planning, shared decision-making, and management of symptoms. Length of enrollment varied (median: two months) and 89% of enrollees died before the end of the MCCM program. Surveyed MCCM enrollees and caregivers reported high levels of satisfaction with their quality of life, shared decisions, and receiving care consistent with individual wishes. MCCM enrollees had 12% fewer outpatient emergency department visits, 26% fewer inpatient admissions, and lower net Medicare expenditures when compared to a matched group of non-participants [85]. Deceased enrollees were less likely than comparison beneficiaries to receive aggressive life-prolonging treatment in the last 30 days of life and spent more days at home before death.
The Medicare Hospice Benefit criterion of a life expectancy of six months or less has also affected the timeliness of referral to hospice because of the aforementioned challenges in predicting prognosis. Many hospices were accused of fraud and were assessed financial penalties when government review found documentation of patients who received hospice care for longer than six months. As a result, many clinicians delayed hospice referral because of their lack of confidence in their ability to predict survival within six months. However, the six-month regulation has been revised, and a penalty is no longer assessed if a patient lives beyond six months if the disease runs its normal course [34].
Unfortunately, reimbursement for end-of-life care discussions is not as straightforward as for hospice care. An effort to establish government reimbursement for discussions of end-of-life care options, including hospice care and advance directives, sparked a political storm that led to the removal of the proposed reimbursement from the healthcare reform bill of 2011. However, beginning in January 2016, the CMS introduced two Current Procedural Terminology (CPT) reimbursement codes for advance care planning visits [86,87]. Despite a national increase in advance care planning claims, the overall claims rate remains low. Two-thirds of hospice and palliative medicine specialists did not use the new CPT codes in 2017, despite working with seriously ill patients [87].

Difficulty in Prognostication



To make appropriate referrals to hospice, clinicians must be able to determine accurate prognoses, at least within the six-month timeframe required for reimbursement. However, prognostication is a complex issue and is a primary barrier to hospice use [88,89,90,91,92,93,94,95]. Studies have found that physicians typically overestimate survival, and one study found that physicians overestimate prognosis both in determining it and in communicating it to the patient [93,96,97]. The difficulty in determining the risk of death within a specific time period not only affects the ability of clinicians to make appropriate referrals to hospice but also impedes the ability of patients and families to make necessary end-of-life decisions, with many patients not fully understanding the severity and progressive nature of the disease [98].
Several factors contribute to physicians' difficulty in prognostication, including a desire to meet the patient's needs (for a cure or prolongation of life) and a lack of reliable prognostic models [81,97,99]. Perhaps the most important factor contributing to prognostic difficulty is the variations in disease trajectories, which have been characterized as a short period of evident decline, long-term limitations with intermittent serious episodes, and a prolonged decline (Figure 5) [9,32,100].
Figure 5: TYPICAL DISEASE TRAJECTORIES AND SERVICE NEEDS OVER TIME FOR ELDERLY PATIENTS
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Source: [9] Reprinted, with permission from Lynn J, Adamson DM. Living Well at the End of Life: Adapting Health Care to Serious Chronic Illness in Old Age. Santa Monica, CA: Rand; 2003.


How difficult it is to determine a prognosis depends on the disease trajectory. Determining a prognosis in the cancer setting was once clear-cut because of the short period of evident decline, but advances in cancer therapies have made it more difficult to estimate a prognosis. Studies have shown rates of accurate prognosis of 20%, with survival usually overestimated, up to a factor of five [93,96]. The unpredictable course of organ-failure diseases, with its long-term limitations and acute exacerbations has always made prognostication difficult [62,89,101,102]. In a survey of cardiologists, geriatricians, and internists/family practitioners, approximately 16% of respondents said they could predict death from heart failure "most of the time" or "always" [89]. Predicting survival for people with the third type of trajectory (prolonged decline) is extremely difficult because of the wide variation in progressive decline. The prognosis for dementia can range from 2 to 15 years, and the end-stage may last for 2 years or more [103,104].
To help facilitate more timely referrals to hospice, the NHPCO established guidelines for determining the need for hospice care, and these guidelines were adopted by the Health Care Finance Administration to determine eligibility for Medicare hospice benefits [76]. Other prognostic models have been developed, such as the SUPPORT model, the Palliative Prognostic (PaP) Score, and the Palliative Prognostic Index (PPI) [12,105,106,107]. Most were developed for use in the cancer setting and for hospitalized patients, and their value beyond those settings has not been validated [81,95]. In addition, the PaP and the PIP will identify most patients who are likely to die within weeks but are much less reliable for patients who have 6 to 12 months to live [95]. A systematic review showed that the NHPCO guidelines, as well as other generic and disease-specific prognostic models, were not adequately specific or sensitive to estimate survival of at least six months for older individuals with nonmalignant life-limiting disease, especially heart failure, COPD, and end-stage liver disease [99].
Most prognostic tools for organ-failure diseases are used to estimate the risk of dying and to select patients for treatment, not to determine when end-of-life care should be initiated. Several models have been established to determine prognosis for heart failure; the one used most often is the Seattle Heart Failure model, which represents the most comprehensive set of prognostic indicators to provide survival data for one, two, and five years [108,109]. Newer evidence-based recommendations for estimating survival in advanced cancer have been published, as has a nomogram; however, use of the nomogram for hospice referral is limited, as it estimates survival at 15, 30, and 60 days [81,110].
For estimating prognosis in advanced dementia—a condition with the most challenging disease trajectory—the Advanced Dementia Prognostic Tool (ADEPT) has been shown to be better than the NHPCO guidelines in identifying nursing home residents with advanced dementia at high risk of dying in six months [111]. However, the ability of ADEPT to identify these patients is modest [111]. Lastly, the Patient-Reported Outcome Mortality Prediction Tool (PROMPT) was developed to estimate six-month mortality for community-dwelling individuals 65 years or older with self-reported declining health over the past year; the model shows promise for making appropriate hospice referrals, but the model needs validation [112].
In addition to the low reliability of these models, another problem is that the clinician's prediction of survival remains integral, as it is one element in prognostic models, sometimes representing as much as half of a final score [110]. Other variables include performance status, laboratory data, and quality of life scales.
Researchers continue to evaluate prognostic variables to establish criteria for prognosis, especially disease-specific criteria. In its guidelines for palliative care, the Institute for Clinical Systems Improvement (ICSI) distinguished between the clinical indicators that should prompt palliative care discussions and those that should prompt hospice referral (Table 5) [113]. According to the ICSI, "all hospice is palliative care, but not all palliative care is hospice" [113].
Table 5: COMPARISON BETWEEN PALLIATIVE CARE AND HOSPICE
	Condition	Palliative Carea	Hospiceb
	Cancer	
            Uncontrolled signs and symptoms due to cancer or treatment
Introduced at time of diagnosis if disease terminal
Introduced when disease progresses despite therapy


          	Any patient with metastatic or inoperable cancer
	Heart disease	
            Stage III or IV heart failure despite optimal medical management
Angina refractory to medical or interventional management
Frequent emergency department visits or hospital admissions
Frequent discharges from implanted defibrillators despite optimal device and antiarrhythmic management


          	
            Heart failure symptoms at rest
Ejection fraction less than 20%
New dysrhythmia
Cardiac arrest or syncope
Frequent emergency department visits for symptoms


          
	Pulmonary disease	
            Oxygen-dependent, O2 saturation less than 88% on room air
Unintentional weight loss
Dyspnea with minimal-to-moderate exertion
Other pulmonary diagnoses (e.g., pulmonary fibrosis, pulmonary hypertension)


          	
            Dyspnea at rest
Signs or symptoms of right heart failure
O2 saturation less than 88%
PCO2 greater than 50
Unintentional weight loss


          
	Dementia	
            Behavioral problems
Feeding problems, weight loss
Caregiver stress
Frequency of emergency department visits
Increased safety concerns


          	
            Unable to walk, bathe, or dress self without assistance
Incontinence
Less than six intelligible words
Frequent emergency department visits


          
	Liver disease	
            Increased need for paracentesis for removal of ascitic fluid
Increased confusion (hepatic encephalopathy)
Symptomatic disease


          	
            International normalized ratio greater than 5
Albumin level less than 2.5 g/dL
Refractory ascites
Spontaneous bacterial peritonitis
Jaundice
Malnutrition and muscle wasting


          
	Renal disease	
            Dialysis
Stage IV or stage V chronic kidney disease


          	
            Not a candidate for dialysis
Creatinine clearance of less than 15 mL/minute
Serum creatinine level greater than 6 mg/dL


          
	Neurologic disease	
            Stroke
Parkinson disease
Amyotrophic lateral sclerosis
Multiple sclerosis


          	
            Frequent emergency department visits
Albumin level less than 2.5 g/dL
Unintentional weight loss
Decubitus ulcers
Homebound/bed confined


          
	
            aSerious illness diagnosis and significant symptoms burden, or significant psychosocial distress, or need for assistance with decision-making, delineating goals of care, or need for increased support.
bLimited life expectancy and goals of care are exclusively to optimize quality of life and maintain comfort; patient has elected to forego life-prolonging therapies.


          


Source: [113]


This difficulty in determining prognosis can have a negative impact on the appropriate timing of hospice referral and the degree of benefit to be derived. Although the use of hospice has increased over the past decades, the timing of referral has not changed significantly since the mid-1980s [114]. The average length of hospice care is much lower than the six months allowed by the Medicare benefit; in 2022, the average length was 95.3 days, and the median duration (a more accurate reflection because it is not influenced by outliers) was 18 days [1]. In addition, approximately 25% of patients died (or were discharged) within only five days [1]. Studies have indicated that the benefits of hospice increase as the duration of care increases, and such services as bereavement counseling, palliative care, and respite for caregivers is best when hospice care is provided for four to eight weeks, a longer period of time than the median stay [59,115].
Longer durations of hospice services are also linked to family members' perceptions of the quality of care. According to the findings of 106,514 surveys from 631 hospices in the United States, 11% of family members thought their loved one was referred "too late" to hospice; this perception was associated with more unmet needs, higher reported concerns, and lower satisfaction [116].
In contrast to the restrictions on access to hospice, there are no restrictions on access to palliative care. Referrals for palliative care should be made on the basis of actual or anticipated needs at any time during the disease continuum; referrals should not be made on the basis of prognostic models [81,99]. Referrals for specialist palliative care should be made when treatment goals change from curative to palliative [117,118]. A consensus report from the Center to Advance Palliative Care provides guidance for identifying patients with a life-limiting illness who are at high risk of unmet palliative care needs [118]. The report includes criteria for referral for palliative care assessment at the time of hospital admission and during each hospital day (Table 6) [118]. Experts in nonmalignant life-limiting diseases are calling for earlier palliative care consultation. Such consultation before implantation of a left ventricular assist device as destination therapy is recommended, as it has been shown to improve the quality of care and advance care planning [119,120]. Guidelines for renal and respiratory diseases note that all patients with these diseases should be offered palliative care services, and the integration of palliative care specialists into liver transplantation teams has been suggested [121,122,123].
Table 6: CRITERIA FOR PALLIATIVE CARE ASSESSMENT AT THE TIME OF HOSPITAL ADMISSION AND DURING HOSPITAL STAY
	At Time of Hospital Admission
	Primary criteriaa	
                  A potentially life-limiting or life-threatening
                        condition AND
Not surprised if the patient were to die within 12 months
More than one admission for same condition within several
                      months
Admission for difficult physical or psychologic symptoms
Complex care requirements (e.g., functional dependency, complex home
                      support for ventilator/antibiotics/feedings)
Decline in function, feeding intolerance, or unintended decline in
                      weight (e.g., failure to thrive)


          
	Secondary criteriab	
                  A potentially life-limiting or life-threatening
                        condition AND
Admission from long-term care facility
Older age, with cognitive impairment and acute hip fracture
Metastatic or locally advanced incurable cancer
Chronic use of home oxygen
Out-of-hospital cardiac arrest
Current or past use of hospice program
Limited social support
No history of advance care planning discussion/document


          
	During Hospital Stay
	Primary criteriaa	
                  A potentially life-limiting or life-threatening
                        condition AND
Not surprised if the patient were to die within 12 months
More than one admission for same condition within several
                      months
Stay in intensive care unit of seven days or more
Lack of documentation of goals of care
Disagreements or uncertainty among the patient, staff, and/or family
                      about major medical treatment decisions, resuscitation preferences, or use of
                      nonoral feeding or hydration


          
	Secondary criteriab	
                  A potentially life-limiting or life-threatening
                        condition AND
Awaiting, or deemed ineligible for, solid-organ transplantation
Patient/family/surrogate emotional, spiritual, or relational
                      distress
Patient/family/surrogate request for palliative care/hospice
                      services
Patient is a potential candidate for feeding tube placement,
                      tracheostomy, initiation of renal replacement therapy, placement of left
                      ventricular assist device or automated implantable cardioverter-defibrillator,
                      bone marrow transplantation (high-risk patients)


          
	
            aPrimary criteria are the minimum indicators for screening patients at risk for unmet palliative care needs.
bSecondary criteria are more specific indicators of a high likelihood of unmet palliative care needs.


          


Source: [118] Reprinted, with permission, from Weissman DE, Meier DE. Identifying patients in need of a palliative care assessment in the hospital setting: a consensus report from the Center to Advance Palliative Care. J Palliat Med. 2011;14(1):17-23.



Knowledge and Attitudes of Patients, Families, and Physicians



Physicians have reported that they delay discussions of palliative care and hospice because they fear the reaction of the patient and/or family [32,33]. Negative reactions are grounded in a lack of accurate knowledge about palliative care and hospice. According to two polls conducted in 2011 (800 adults in one poll and 1,000 adults in the other), 70% to 92% of respondents were not "too" or "at all" familiar with the term palliative care [124,125].
Enhancing the public's knowledge can improve access to palliative care: the 2011 polls showed that once palliative care was appropriately defined, 92% said they were likely (63% "very likely" and 29% "somewhat likely") to consider palliative care for a loved one who had a serious illness and 96% said that it was important for palliative (and end-of-life) care to be a top priority for the healthcare system [124,125].
Hospice is a more familiar concept to the general population. One of the polls showed that 86% of respondents were familiar with the term hospice care, and other studies have indicated that approximately half of patients with a life-limiting illness know what hospice is [125,126]. Although people may be familiar with the term, many believe several myths about hospice; for example, that hospice is only for old people, is only for people with cancer, is for people who do not need a high level of care, is used when there is no hope, and is expensive [127].
Several other factors contribute to negative feelings about hospice [80,88,128]:
	Denial or lack of awareness about the severity of the illness
	Not wanting to "give up"
	Fear of abandonment by the family physician
	Perception that the patient will not receive adequate medical services
	Interpretation of hospice referral as a cost-savings measure


When initiating a discussion about palliative care and hospice, clinicians should always first ask the patient if he or she has heard of either term and, if so, to describe his or her experience and knowledge [129]. Guidelines on communicating in the end-of-life setting note that clinicians must "clarify and correct misconceptions" about palliative care, especially emphasizing that such care is not limited to people who are imminently dying [117]. Clinicians should also address the factors that act as barriers to hospice by explaining that the goal of hospice is to die naturally—in the patient's own time, not sooner—and by ensuring that patients and families are fully informed about the prognosis, understand that the physician will be available for care, and know that routine care will continue [98,130].
Clinicians also need to evaluate their own attitudes about the use of curative therapies and hospice. Their interpretation of quality of life, a focus on longer survival rather than better quality of life, a fear of failure, and religious and cultural beliefs may influence their decision making about treatment options for patients near the end of life [131].


COMMUNICATION ISSUES



Communicating effectively about palliative care and hospice requires basic patient-physician communication skills as well as skills specific to the end-of-life setting. The importance of effective patient-clinician communication across all healthcare settings has received heightened attention over the past several years, as studies have shown a direct relationship between enhanced communication and better patient decision making, patient satisfaction, adherence to treatment, health-related quality of life, and survival [35,67].
Basic Patient-Clinician Communication



Among the most important factors for effective communication across all
          healthcare settings are knowledge of the language preference of the patient and family; an
          awareness of the patient's and family's health literacy levels; and an understanding of
          and respect for the patient's and family's cultural values, beliefs, and practices
          (referred to as cultural competency) [132,133,134]. These issues are significant, given the
          growing percentages of racial/ethnic populations. According to U.S. Census Bureau data
          from 2019, more than 67.8 million Americans speak a language other than English in the
          home, with more than 16.1 million of them (5.2% of the population) reporting that they
          speak English less than "very well" [135].
          Clinicians should ask their patients what language is spoken at home and what language
          they prefer for their medical care information, as some patients prefer their native
          language even though they have said they can understand and discuss medical information in
          English [136]. When the healthcare
          professional and the patient speak different languages, a professional interpreter should
          be used. Studies have demonstrated that the use of professional interpreters rather than
          "ad hoc" interpreters (untrained staff members, family members, friends) facilitates a
          broader understanding and leads to better outcomes [137,138]. Using a family
          member as a translator confuses the role of that member in the family, may involve
          confidentiality issues, and may lead to a modified message to protect the patient. In
          addition, individuals with limited English language skills have indicated a preference for
          professional interpreters rather than family members [139]. Professional interpreters have recommended that clinicians can
          further enhance the quality of care by meeting with interpreters before discussions of bad
          news and by explicitly discussing with the interpreter whether strict interpretation or
          cultural brokering is expected [140].

Evidence Based Practice Recommendation

The Institute for Clinical Systems Improvement asserts that clinicians
            caring for patients with serious illness should examine their own cultural values and
            assumptions about what constitutes "good" care for patients nearing the end of life,
            recognizing not all patients will share these same values, and ensure goals and
            decisions remain centered around the patient's values/beliefs.
https://www.icsi.org/wp-content/uploads/2021/11/PalliativeCare_6th-Ed_2020_v2.pdf

             Last Accessed: October 14, 2024
Level of Evidence: Expert
            Opinion/Consensus Statement


Knowledge of the family's health literacy is important for achieving
          treatment goals and good outcomes, yet most individuals lack adequate health literacy.
          Studies have indicated that as many as 26% of patients have inadequate health literacy,
          which means they lack the ability to understand health information and make informed
          health decisions; an additional 20% have marginal health literacy [141,142,143]. Health literacy
          varies widely according to race/ethnicity, level of education, and gender, and clinicians
          are often unaware of the literacy level of their patients and family [134,144].
Several instruments are available to test the health literacy level, and
          they vary in the amount of time needed to administer and the reliability in identifying
          low literacy. Among the most recent tools is the Newest Vital Sign (NVS), an instrument
          named to promote the assessment of health literacy as part of the overall routine patient
          evaluation [145]. The NVS takes fewer than
          three minutes to administer, has correlated well with more extensive literacy tests, and
          has performed moderately well at identifying limited literacy [134,144]. Two questions have also been found to perform moderately well in
          identifying patients with inadequate or marginal literacy: "How confident are you in
          filling out medical forms by yourself?" and "How often do you have someone help you read
          health information?" [134]. Clinicians
          should adapt their discussions and educational resources to the patient's and family's
          identified health literacy level and degree of language proficiency and should also
          provide culturally appropriate and translated educational materials when possible.
Cultural competency is essential for addressing healthcare disparities
          among minority groups [132]. Clinicians
          should ask the patient about his or her cultural beliefs, especially those related to
          health and dying, and should be sensitive to those beliefs [146]. In addition, information sharing and
          the role of decision maker vary across cultures, and the healthcare team must understand
          the family dynamics with respect to decision making [117]. Clinicians should not make assumptions about the preferences of the
          patient or family on the basis of cultural beliefs. Even within a single culture or
          ethnicity, the level of information desired, preferences for treatment, role of other
          family members in decision making, and goals of care differ among patients and families
            [40,117]. Clinicians should ask their patients about these issues, as well as
          other family and social factors and religious or spiritual views [40].

Communication in the End-of-Life Setting



Patients and families have noted that communication about end-of-life care is one of the most important skills for clinicians to have [147]. Experts in end-of-life communication note that physicians have an obligation to discuss medical, psychosocial, and spiritual needs with seriously ill patients in a timely and sensitive manner [148]. In addition, communication guidelines developed by an Australian and New Zealand Expert Advisory Group recommend "all patients with advanced progressive life-limiting illnesses be given the opportunity to discuss prognosis…and end-of-life issues" [117]. At what point in the trajectory of serious illness such conversations should commence is not clear. Studies show that most older adults (older than 65 years of age) prefer to begin a discussion of life expectancy/end-of-life issues with their physician at about six months before anticipated end of life, rather than waiting until weeks or days before [528].

Evidence Based Practice Recommendation

The Institute for Clinical Systems Improvement recommends that palliative care discussion or referral should be considered whenever a patient develops or presents with a serious or life-threatening illness, in all care settings.
https://www.icsi.org/wp-content/uploads/2021/11/PalliativeCare_6th-Ed_2020_v2.pdf

             Last Accessed: October 14, 2024
Level of Evidence/Strength of Recommendation: Low-Quality Evidence, Strong Recommendation


Although the topic is emotionally and intellectually overwhelming for patients and families, they want information. In a systematic review (46 studies), Parker et al. found that patients with advanced life-limiting illnesses and their families have a high level of information needs at all stages of disease [149]. That study and others have shown that the end-of-life issues of most importance to patients are [62,149]:
	Disease process
	Prognosis for survival for quality of life
	Likely symptoms and how they will be managed
	Treatment options and how they will affect quality and duration of life
	What dying might be like
	Advance care planning


Most patients want some discussion of end-of-life issues (including hospice care) at the time a life-limiting illness is diagnosed or shortly thereafter [62,149].
Although many physicians say they avoid discussing end-of-life issues because they are afraid the conversation will destroy the patient's hope, the discussion actually offers many benefits: it makes patients fully informed and thus better able to make decisions about treatment options and care goals; provides patients with an opportunity to achieve closure on life and family issues; allows patients to handle practical matters; and enables patients to carry out advance care planning [35,81,148,150]. As such, the discussion empowers patients, giving them a sense of control over choices [148,150]. Patients who discuss end-of-life issues and goals of care with their clinician also are more likely to receive care that is consistent with their preferences, to enroll in hospice, to complete advance directives, and are less likely to be intubated or to die in an intensive care unit [151,152].
Despite these benefits, studies have consistently shown that few clinicians and patients discuss end-of-life issues or discuss them in a timely manner. Overall, about 25% to 33% of physicians have noted that they did not discuss hospice or end-of-life care with their patients who have life-limiting diseases [128]. In a multiregional study of more than 1,500 people with stage IV lung cancer, 47% had not discussed hospice within four to seven months after diagnosis [153]. Discussions are particularly lacking among people with nonmalignant life-limiting diseases, with 66% to more than 90% of patients or clinicians reporting that they had not discussed end-of-life issues [62,126,154,155].
Even among clinicians who discuss end-of-life care with their patients, the timing is not optimal. Approximately 24% of physicians have noted that they provide hospice information at the time of diagnosis, the point at which this discussion is recommended [128,156]. In a national survey of clinicians caring for people with cancer, most respondents said they would wait until treatment options had been exhausted or symptoms had occurred before discussing end-of-life issues, and many said they would have the discussion only if the patient or family raised the issue [157].
Patients and clinicians should talk about end-of-life issues early to avoid discussing the topic during the stress of exacerbated disease or imminent death. The topic can then be framed as a component of care for all patients with a life-limiting illness [62,117]. According to published guidelines and expert recommendations, end-of-life issues should be discussed when the clinician would not be surprised if the patient died within six months to one year [6,117,148]. As other markers, an end-of-life discussion is generally recommended in the presence of moderate or severe COPD, during evaluation for liver transplantation, and in the presence of stage 4 or 5 chronic kidney disease or end-stage renal disease [62,121,123]. The 2009 ACCF/AHA guideline for the diagnosis and management of heart failure noted that end-of-life care options should be discussed when "severe symptoms in patients with refractory end-stage heart failure persist despite application of all recommended therapies;" the 2013 guideline for the management of heart failure is less clear about the timing of such a discussion [158,159]. The ACCP recommends discussing end-of-life care options when caring for patients with advanced lung cancer [54].
Other indications that should prompt a conversation about end-of-life care are a discussion of prognosis or of a treatment option with a low likelihood of success, a change in the patient's condition, patient and/or family requests or expectations that are inconsistent with the clinician's judgment, recent hospitalizations, and patient and/or family questions about hospice or palliative care [117,148].
Several patient-related and clinician-related factors contribute to the low rate of end-of-life discussions or their untimeliness. Most patients will not raise the issue for many reasons: they believe the physician should raise the topic without prompting, they do not want to take up clinical time with the conversation, they prefer to focus on living rather than death, and they are uncertain about continuity of care and fear abandonment [62,117,148,150]. Clinician-related factors include [81,147,148,160,161]:
	Lack of time for discussion and/or to address patient's emotional needs
	Uncertainty about prognosis
	Fear about the patient's reaction (anger, despair, fear)
	Lack of awareness and inability to elicit the concerns of patients and their families regarding prognosis
	Lack of strategies to cope with own emotions and those of patient and family
	Feeling of hopelessness or inadequacy about the lack of curative therapies (perceived as "giving up")


Perhaps the greatest barrier to end-of-life care discussions is clinicians' lack of confidence in their ability to talk about end-of-life issues, and research has confirmed a low rate of effective communication skills among clinicians, especially with respect to delivering "bad news" [62,81,155,162].
The Australian/New Zealand communication guideline provides several evidence-based recommendations for discussing end-of-life issues, and other experts have offered practical guidance to help clinicians discuss bad news and end-of-life care more effectively [117,163,164,165]. These guidelines and expert recommendations emphasize communication behaviors that patients and families have noted to be most important, such as expression of empathy, acknowledgment and support of emotions, honesty, willingness to listen more than talk, and encouragement of questions [81,117,123,147,149,164].
The most commonly recommended communication approach is SPIKES, a six-step protocol that was developed for delivering bad news in the oncology setting and can be used in other settings [163,164]:
	Setting (context and listening skills)
	Patient's perception of condition and seriousness
	Invitation from patient to give information
	Knowledge—explaining medical facts
	Explore emotions and empathize as patient responds
	Strategy and summary


In establishing the setting, the clinician should ask the patient if he or she wishes to have a family member present for the conversation and should ensure that the discussion takes place in privacy [62,164]. The clinician should also introduce himself or herself to the patient and any others present. With SPIKES, the setting also involves listening skills—the use of open-ended questions, clarification of points, and avoidance of distractions [164].
A 2024 clinical practice feature authored by palliative care experts provides practical guidance to clinicians on navigating and communicating about serious illness and end of life [529]. These experts suggest that rather than a single conversation, the task and the goals of communication over end-of-life issues can be achieved more effectively through a series of conversations conducted over a span of time, focusing on the patient's evolving ability to cognitively and emotionally integrate the likely course and expected outcome of the illness [529]. This approach gives the patient time to integrate prognostic information, adjust emotionally to the impact of disease progression, and then, with growing discernment, express personal preferences for end-of-life care. The tendency of patients to oscillate between expressions of hopefulness and more realistic expectations should be considered a normal and expected part of the process. Patients require time and support to process their hopes and fears, to grieve, and to build coping skills required for living with a terminal illness. By partnering with the patient, demonstrating empathy, and engaging in a continuum of conversation over weeks to months, the clinician (in concert with other members of the care team) can better discern what is most important to the patient and incorporate these goals and values into decisions about therapy, including care at the end of life [529].
Bad news—even when delivered clearly and compassionately—can affect the ability of patients and family members to understand and retain information. To minimize misinterpretation, clinicians should use simple (jargon-free) language and open-ended questions and ask follow-up questions that include the patient's own words [117,164]. Clinicians should also check often to make sure the patient and/or family understands, as research has shown that clinicians tend to overestimate their patients' understanding of end-of-life issues [166]. The discussion should focus on the importance of relieving symptoms and enhancing the quality of life, to avoid having the patient and/or family think that the clinician is "giving up" or abandoning the patient [40,117]. Clinicians should also provide educational resources in a variety of formats (print, Web-based, video, etc.) to address different learning styles.
It was once thought that the ability to communicate effectively was innate and thus could not be taught [164]. However, multiday communication skills training programs have enhanced the skills and behaviors of beginning and experienced physicians and nurses. These programs have improved clinicians' use of more focused questions and open questions, expression of empathy, and appropriate responses to cues [167,168]. Patient-related interventions have also helped to enhance end-of-life discussions. A structured list of questions and the use of individualized feedback forms regarding end-of-life preferences have led more patients to ask their physicians about end-of-life care [169,170].

Discussing Prognosis



Most patients say that they want to know their prognosis, and most clinicians believe that patients and families should be told the truth about the prognosis [122,126,150]. However, discussions of prognosis are lacking among clinicians and patients with life-limiting diseases. Across studies and surveys, fewer than half of patients have had a truthful discussion of prognosis [81,108,150]. Many physicians have said they discuss prognosis only when asked by the patient or family [81].
In discussing prognosis, clinicians tend to be overly optimistic, and, although most clinicians believe that they should be truthful, they sometimes withhold the truth, often at the request of a family member [160]. Honesty about the prognosis, with acknowledgment of inherent uncertainty, is needed because patients who are aware of their prognosis are more likely to choose hospice rather than aggressive treatment and to carry out advance directives [31,81,171]. Conversely, patients who are not fully aware of their prognosis tend to overestimate their life expectancy, which can influence decision making about treatment options [129].
As with other end-of-life issues, the prognosis should be discussed when the clinician would not be surprised if the patient died within six months to one year [6,117,148]. For patients with cancer, it is recommended that the prognosis be discussed within one month after a new diagnosis of advanced cancer is made [161]. A guideline from the Renal Physicians Association notes that prognosis should be fully discussed with all patients who have stage 4 or 5 chronic kidney disease or end-stage renal disease [121]. A discussion about prognosis is also recommended before the initiation of such treatments as implantation of a left ventricular assist device, dialysis, and ventilator support [122,150,172,173,174].
Clinicians should carefully prepare for the discussion of prognosis by reviewing the patient's medical record and talking to other healthcare professionals involved in the care of the patient [117]. Because there is variation among patients with regard to their desire for information, clinicians should follow the "ask-tell-ask" approach: ask the patient if he or she is willing to discuss prognosis; if yes, discuss the prognosis and then ask the patient to confirm his or her understanding [62,164]. When discussing prognosis, quantitative estimates are more understandable for patients and family than qualitative ones (such as "poor"), and general timeframes for survival should be given [62,81,164,175]. In addition, clinicians should emphasize that prognosis is determined by looking at large groups of patients and that it is harder to predict survival for an individual [62,121,129,161]. The discussion of prognosis is often not documented in the patient's record but should be [117].

Discussing Treatment Options and Goals



Treatment options and goals of care are other topics that are often avoided in the end-of-life setting. A discussion of the survival benefit of palliative chemotherapy is frequently vague or absent from discussions of treatment options for patients with cancer [176]. In another example, approximately 60% to 95% of physicians involved with the care of patients with heart failure have two or fewer conversations about deactivation of implantable cardioverter defibrillators, and the discussions are usually within the last few days of life [89,177].
Deciding when curative therapy should end is difficult because of the advances made in treatment and life-prolonging technology and the unpredictable course of disease, especially for organ-failure diseases. These factors have led many patients, as well as some clinicians, to have unrealistic expectations for survival [30,178]. Unrealistic expectations are a major contributor to an increased use of aggressive treatment at the end of life. Among more than 900 patients with cancer, those who thought they would live for at least six months were more likely to choose curative therapy than "comfort care" compared with patients who thought there was at least a 10% chance they would not survive for six months [179].
Many studies have demonstrated high rates of aggressive treatment within the last months to weeks of life, with increased rates of hospital admissions, stays in an intensive care unit, use of medical resources, and use of chemotherapy. Goodman et al. found that patients with severe chronic disease near the end of life spent a disproportionate number of days in an intensive care unit and received care from multiple physicians; more than half of the patients saw 10 or more physicians within the last six months of life [55]. Similarly, Sheffield et al. found high rates of admission to the intensive care unit among nearly 23,000 patients with pancreatic cancer, and Unroe et al. found that 80% of more than 229,000 people with heart failure were hospitalized in the last six months of life [180,181]. In the cancer setting, several researchers have reported increased rates of chemotherapy in the last two to four weeks of life [180,182,183]. However, studies to evaluate the benefit of high-intensity treatment near the end of life have consistently found that such treatment offers no survival benefit, decreases the quality of life, and delays the use of hospice [55,80,184,185].
Before discussing treatment options, the clinician should talk to the patient to gauge his or her level of understanding of the disease and prognosis and to explore the quality-of-life factors that are most important [186]. The clinician should frame the conversation to focus on active interventions rather than the end of curative therapy; should focus on the overall care goals; and should discuss options within the context of these goals (that is, does the patient wish to enroll in hospice, enroll in a phase I trial, or be present at a family event?) [81,117]. The discussion should include an explanation of the likelihood of achieving the patient's goals with each option and a comparison of the risks, benefits, and costs of each option, noting the overall lack of benefit of aggressive treatment [187,188]. It is also important to allow the patient and family enough time to express emotion and concerns and to ask questions [117,164,189]. Because frequent exacerbations in organ-failure diseases are usually predictive of a more rapid decline, hospitalizations for disease exacerbation should prompt discussions about changes in prognosis and treatment goals and advance care planning [101,190,191]. Admission to the hospital or intensive care unit should also prompt a discussion of goals and preferences with patients with cancer; this conversation should be documented within 48 hours after admission [161]. The ACCP recommends a discussion of the pros and cons of life-sustaining treatment when caring for patients with advanced lung cancer [54].
When the patient, family, and/or healthcare team do not agree on the benefit/utility of interventions, the clinician should consider consulting with social workers or pastoral care services to help with conflict resolution [187]. In addition, the clinician should explain to patients that the likelihood of insurance coverage for a treatment is low if it is not medically indicated [188].
Clinical guidelines have begun to address the use of aggressive treatment at the end of life. The ACCF/AHA guideline on the management of heart failure notes that it is not appropriate to carry out aggressive procedures in the last several months of life if they do not contribute to recovery or improve quality of life (including intubation and implantation of a cardiac defibrillator) [108]. In addition, discussion of device deactivation for patients with refractory heart failure is recommended [159]. The Renal Physicians Association recommends forgoing dialysis for patients with chronic kidney disease or end-stage renal disease who have "very poor prognosis" [121]. The increased use of chemotherapy near the end of life has led oncology experts to recommend more judicious use of chemotherapy. Oncologists have called for the discontinuation of chemotherapy when the chance of success is minimal, such as when disease progresses after three consecutive regimens [178,192].
Early discussion of preferences for life-sustaining measures is especially important. It is estimated that roughly 75% of patients will be unable to participate in some or all of the decisions pertaining to their care at the end of life [193,194]. Documentation of preferences helps to inform decision making by the physician and the patient's health care proxy (surrogate decision maker). Clinicians should encourage their patients to designate a healthcare proxy early in the course of a life-limiting disease [62,82,122]. Patients should be urged to clarify their wishes with their chosen health proxy, as a proxy often inaccurately predicts a patient's wishes or may have values that conflict with those of the patient [194].
Advance directives, designation of a healthcare proxy, do-not-resuscitate (DNR) orders, and living wills were developed as a way to ensure that patients received care that was consistent with their preferences and goals. Advance directives offer many benefits; they have been associated with a lower likelihood of in-hospital deaths, an increased use of hospice, and a significant reduction in costs [195]. Although early studies showed that advance directives did not always translate into patients receiving their preferred level of care, later studies have demonstrated that most patients with advance directives do receive care consistent with their preferences, especially if they want limited care (rather than "all possible" care) [194,196].
The American College of Physicians recommends that clinicians ensure that patients with "serious illness" engage in advance care planning, including the completion of advance directives [47]. Clinicians must emphasize the value of advance directives because most patients have not completed them. An estimated 20% of the population have written advance directives, with higher rates among the older population and nursing home residents and lower rates among minority populations and those with nonmalignant life-limiting diseases (compared with people with cancer) [197,198,199,200,201]. Other guidelines recommend that advance care planning be done early in the course of disease, to help avoid potential compromise of decision-making capacity near the end of life [62,108,121,122].
In preparing for a discussion about advance directives, clinicians should ask the patient if he or she wishes to have other family members present during the conversation. This is especially important for patients of some cultural backgrounds, as healthcare decisions are the responsibility of family members in many cultures [200]. Increased efforts should be aimed at obtaining advance directives from patients of minority races/ethnicities. Although the rate of advance directives is higher in the gay and lesbian community than in the general population, clinicians should emphasize the importance of these documents to gay and lesbian patients to ensure that the patient's wishes are carried out and to avoid legal consequences for the patient's partner [202].
DNR orders and living wills have limitations and have been open to interpretation, which has led to the development of medical order forms based on patients' preferences. Developed at the Oregon Health & Science University, the Physicians Orders for Life-Sustaining Treatment (POLST) program is designed to ensure that a patient's preferences regarding cardiopulmonary resuscitation, scope of treatment, artificial nutrition by tube, and use of antibiotics (in some states) can be followed, regardless of where the patient receives care [203]. Nearly all states have an endorsed POLST program or one in development [203]. A POLST does not replace a traditional advance directive, and when available, an advance directive should accompany the POLST form [203]. Early studies have demonstrated that the use of POLST has led to higher rates of meeting patients' preferences [204,205].
Legal issues related to advance directives and POLSTs vary according to state, and clinicians should be familiar with the law in the state in which they practice [197].


GUIDELINES FOR PALLIATIVE CARE



The NCP consortium published an update of its Clinical Practice Guidelines for Quality Palliative Care in 2018, a copy of which is available online [6]. The guidelines are applicable for both specialty and primary palliative care and are organized in reference to the same eight domains used in past editions. New themes emphasized in each domain include comprehensive assessment, family caregiver support and education, care coordination, and culturally inclusive care [6]. The ICSI also provides guidelines for palliative care, including an algorithm for overall care, with details on the management of several specific symptoms [113]. Other general guidelines for palliative care have been developed by the International Association for Hospice and Palliative Care, now in its third edition [206].
Despite these resources, there is limited guidance on the treatment of specific symptoms in disease settings other than cancer. As a way to heighten awareness of the need for improved palliative care across disease settings, researchers began to document the prevalence of symptoms among groups of patients as well as compare the prevalence and severity of symptoms with those found among patients with cancer. Studies have documented that the symptom burden at the end of life for patients with life-limiting diseases is often as high as—or higher than—that for patients with cancer, and the most common symptoms are similar across disease settings (Table 7) [122,201,207,208,209,210,211].
Table 7: MOST COMMON SYMPTOMS AT THE END OF LIFE ACROSS LIFE-LIMITING DISEASE SETTINGS
	Overall	
            Fatigue
Pain
Dyspnea
Delirium
Anorexia


          
	Cancer	
            Pain
Fatigue
Anorexia
Anxiety
Depression


          
	Heart failure	
            Dyspnea
Fatigue
Pain
Anxiety
Sleep disturbances


          
	COPD	
            Dyspnea
Fatigue
Xerostomia
Coughing
Anxiety


          
	Renal disease	
            Fatigue
Sleep disturbances
Pain
Anxiety
Constipation


          
	End-stage liver disease	
            Depression
Sleep disturbances
Fatigue
Muscle cramps
Cachexia


          
	HIV/AIDS	
            Diarrhea
Fatigue
Depression
Pain
Delirium


          


Source: [122,201,207,208,209,210,211]


In the wake of such studies, the American College of Physicians published a clinical practice guideline on palliative care interventions for three symptoms with the overall strongest evidence—pain, dyspnea, and depression—and evidence-based guidelines and recommendations for palliative care have been developed for respiratory diseases, heart failure, and end-stage renal disease [47,108,121,122,212,213,214]. These guidelines represent an important step toward enhancing palliative care, but more work is needed in many disease settings to address all aspects of palliative care. For one, definitions in palliative and supportive care are not standardized and remain a significant barrier to improvement [215].


3. PHYSICAL CARE



Among patients with life-limiting illness who receive palliative care consultation, physical symptoms are cited as causing the greatest distress [216]. Patients usually have multiple symptoms, and a mean of nine to 11 symptoms per patient has been reported [207,208,209,217]. The presence of multiple symptoms can create challenges in identifying causes, as many symptoms are intricately linked with others, including symptoms in the psychosocial domain.
Several tools have been developed to assess factors in the end-of-life experience, including five tools to evaluate physical symptoms (three of which are used to assess pain), four to assess quality of life, and six to assess functional status [218]. However, a systematic review of 99 tools in these three domains plus six others (emotional and cognitive symptoms, advance care planning, continuity of care, spirituality, grief and bereavement, satisfaction and quality of care, and caregiver well-being) showed that data on the reliability and validity were lacking for most of the tools [219]. Assessment of symptoms should include comprehensive documentation of the patient's history and findings on physical examination and should be carried out at regular intervals [6]. To help ensure that patients' physical distress is alleviated, when clinicians ask patients about the presence and severity of symptoms, they should also ask which symptom is most troublesome, as patients do not often specifically state this [220].
Although asking open-ended questions about symptoms is helpful, systematic assessment of symptoms is also necessary. A study of patients in a palliative medicine program demonstrated that significantly more symptoms were identified on systematic assessment than through open-ended questioning (2,075 symptoms compared with 325) [221]. The symptoms that went unreported were not inconsequential; of those symptoms not initially volunteered by the patient, 69% were rated as "severe" and 79% were described as "distressing" [221]. Studies have demonstrated that patients are often reluctant to report worsening symptoms because of fear that they indicate progressive disease. Clinicians should describe potential symptoms to help patients and family understand which symptoms can be expected and when it is appropriate to notify a member of the healthcare team. It is important for the healthcare team to acknowledge the patient's symptoms as real and to take prompt actions to relieve them adequately. The patient's comfort should take precedence over the exact cause of the symptom. Diagnostic studies to determine the cause of symptoms should be undertaken only if the results will substantially help in directing effective treatment. The risks, benefits, costs, and options for treating an underlying cause should be discussed with the patient and family and considered within the context of the patient's culture, belief system, and expectations.
An important contribution of palliative care is the commitment to explore sources of suffering other than merely the physical aspects. Serious illness inevitably leads to an array of thoughts, feelings, fears about the future, and an erosion of capacity for work and other activities that give life meaning and purpose. Thus, in addition to pharmacologic treatment of physical symptoms, nonpharmacologic strategies are needed to augment therapy and to address the sensory, cognitive, affective, and functional components of illness [67]. The healthcare team should talk to the patient and family about priorities for pharmacologic versus nonpharmacologic treatments. Although data are limited on some nonpharmacologic interventions, many patients have benefited from these approaches. As research expands in the field of palliative care, other innovative strategies are being scientifically evaluated, and results are sometimes conflicting. Nonpharmacologic measures should be carried out in conjunction with pharmacologic management before medications fail to provide relief, as interventions, especially cognitive/behavioral techniques, are more effective when symptoms are acute and/or mild.
Once the patient's needs have been assessed, the palliative care team should work with the patient (and family) to develop priorities and goals of care [113]. Continual reassessment of symptoms and periodic review and documentation of the patient's goals and care plan are necessary to ensure that his or her needs are met [113]. It may be helpful for patients or a family member to keep a pain or symptom diary to note which measures have or have not provided relief and the duration of relief. This information will help clinicians determine the efficacy of specific therapeutic options and modify the treatment plan as necessary.
The discussion of interventions that follows focuses on the care of adults. Palliative care for children is addressed later in this course.
PAIN



Unrelieved pain is the greatest fear among people with a life-limiting disease, and the need for an increased understanding of effective pain management is well-documented [222]. Although experts have noted that 75% to 90% of end-of-life pain can be managed effectively, rates of pain are high, even among people receiving palliative care [47,126,187,207,209,217,222,223,224,225].
Issues in Effective Pain Management



The inadequate management of pain is the result of several factors related to both patients and clinicians. In a survey of oncologists, patient reluctance to take opioids or to report pain were two of the most important barriers to effective pain relief [226]. This reluctance is related to a variety of attitudes and beliefs [222,226]:
	Fear of addiction to opioids
	Worry that if pain is treated early, there will be no options for treatment of future pain
	Anxiety about unpleasant side effects from pain medications
	Fear that increasing pain means that the disease is getting worse
	Desire to be a "good" patient
	Concern about the high cost of medications


Education and open communication are the keys to overcoming these barriers. Every member of the healthcare team should reinforce accurate information about pain management with patients and families. The clinician should initiate conversations about pain management, especially regarding the use of opioids, as few patients will raise the issue themselves or even express their concerns unless they are specifically asked [227]. It is important to acknowledge patients' fears individually and provide information to help them differentiate fact from fiction. For example, when discussing opioids with a patient who fears addiction, the clinician should explain that the risk of addiction is low [222]. It is also helpful to note the difference between addiction and physical dependence.
There are several other ways clinicians can allay patients' fears about pain medication:
	Assure patients that the availability of pain relievers cannot be exhausted; there will always be medications if pain becomes more severe.
	Acknowledge that side effects may occur but emphasize that they can be managed promptly and safely and that some side effects will abate over time.
	Explain that pain and severity of disease are not necessarily related.


Encouraging patients to be honest about pain and other symptoms is also vital. Clinicians should ensure that patients understand that pain is multidimensional and emphasize the importance of talking to a member of the healthcare team about possible causes of pain, such as emotional or spiritual distress. The healthcare team and patient should explore psychosocial and cultural factors that may affect self-reporting of pain, such as concern about the cost of medication.
Clinicians' attitudes, beliefs, and experiences also influence pain management, with addiction, tolerance, side effects, and regulations being the most important concerns [222,223,226,228,229,230]. A lack of appropriate education and training in the assessment and management of pain has been noted to be a substantial contributor to ineffective pain management [226,228,230,231]. As a result, many clinicians, especially primary care physicians, do not feel confident about their ability to manage pain in their patients [226,228].
Clinicians require a clear understanding of available medications to relieve pain, including appropriate dosing, safety profiles, and side effects. If necessary, clinicians should consult with pain specialists to develop an effective approach.
Legal and Ethical Issues Related to the Treatment of Pain
Fear of license suspension for inappropriate prescribing of controlled substances is also prevalent, and a better understanding of pain medication will enable physicians to prescribe accurately, alleviating concern about regulatory oversight. Physicians must balance a fine line; on one side, strict federal regulations regarding the prescription of schedule II opioids (morphine, oxycodone, methadone, hydromorphone) raise fear of Drug Enforcement Administration investigation, criminal charges, and civil lawsuits [222,232]. Careful documentation on the patient's medical record regarding the rationale for opioid treatment is essential [232]. On the other side, clinicians must adhere to the American Medical Association's Code of Ethics, which states that failure to treat pain is unethical. The code states, in part: "Physicians have an obligation to relieve pain and suffering and to promote the dignity and autonomy of dying patients in their care. This includes providing effective palliative treatment even though it may foreseeably hasten death" [233]. In addition, the American Medical Association Statement on End-of-Life Care requires that physicians "reassure the patient and/or surrogate that all other medically appropriate care will be provided, including aggressive palliative care and appropriate symptom management, if that is what the patient wishes" [234].
Physicians should consider the legal ramifications of inadequate pain management and understand the liability risks associated with both inadequate treatment and treatment in excess. The undertreatment of pain carries a risk of malpractice liability, and this risk is set to increase as the general population becomes better educated about the availability of effective approaches to pain management at the end of life. Establishing malpractice requires evidence of breach of duty and proof of injury and damages. Before the development of various guidelines for pain management, it was difficult to establish a breach of duty, as this principle is defined by nonadherence to the standard of care in a designated specialty. With such standards now in existence, expert medical testimony can be used to demonstrate that a practitioner did not meet established standards of care for pain management. Another change in the analysis of malpractice liability involves injury and damages. Because pain management can be considered as separate from disease treatment and because untreated pain can lead to long-term physical and emotional damage, claims can be made for pain and suffering alone, without wrongful death or some other harm to the patient [235].
The proper storage and disposal of prescription pain medications should also be considered. Taking steps to ensure that medications are stored and destroyed securely and safely can help prevent unintended overdose and substance abuse. In 2010, the U.S. Senate passed the Secure and Responsible Drug Disposal Act, which amended the Controlled Substances Act to permit the take-back disposal of medications by authorized persons (rather than the patient with the prescription) [236]. As such, healthcare professionals may be required to dispose of drugs returned by patients in addition to drug samples that have expired or are not being dispensed. For best practice guidelines on the disposal of medications by patients or healthcare professionals, please visit the Drug Enforcement Administration Office of Diversion Control at https://www.deadiversion.usdoj.gov/drug_disposal/drug-disposal.html [237].
Patients with History of Substance Abuse
The population of people with a history of substance abuse presents challenges to the effective use of pain medication, with issues related to trust, the appropriate use of pain medications, interactions between illicit drugs and treatment, and compliance with treatment. The issues differ depending on whether substance abuse is a current or past behavior.
With active substance abusers, it is difficult to know if patients' self-reports of pain are valid or are drug-seeking behaviors. It has been recommended that, as with other patients at the end of life, self-reports of pain should be believed [67,227]. A multidisciplinary approach, involving15 psychiatric professionals, addiction specialists, and, perhaps, a pain specialist, is necessary. To decrease the potential for the patient to seek illicit drugs for pain, an appropriate pain management plan should be implemented, and the patient should be reassured that pain can be managed effectively [67,227]. When planning treatment, the patient's tolerance should be considered; higher doses may be needed initially, and doses can be reduced once acute pain is under control. Long-acting pain medications are preferred for active substance abusers, and the use of nonopioids and co-analgesics can help minimize the use of opioids. Setting limits as well as realistic goals is essential and requires establishing trust and rapport with the patient and caregivers.
Establishing trust is also essential for patients with former substance abuse behavior, who often must be encouraged to adhere to a pain management program because of their fears of addiction. Involving the patient's drug counselor is beneficial, and other psychological clinicians may be helpful in assuring the patient that pain can be relieved without addiction. Recurrence of addiction is low, especially among people with cancer, but monitoring for signs of renewed abuse should be ongoing [227].
Patients who are following a methadone maintenance program may also fear effective pain management as a risk for recurrent abuse. Two approaches may be followed for these patients: they may receive an increased dose of methadone as the pain reliever or they may be given other opioids along with the same methadone dose, with the dose of the opioid titrated for effective pain relief [67,227]. Again, involvement of the drug counselor is important.

Prevalence



The prevalence of pain at the end of life has been reported to range from 8% to 96%, occurring at higher rates among people with cancer than among adults with other life-limiting diseases [211,238].

Etiology



Pain can be caused by a multitude of factors and is usually multidimensional, with pain frequently being exacerbated by other physical symptoms and by psychosocial factors, such as anxiety or depression [223].

Assessment



Pain should be assessed routinely, and frequent assessment has become the standard of care [223]. Pain is a subjective experience, and multidimensional in nature, and although patients' self-reporting of pain does not always correlate with objective functional measures, the patient's self-report of pain is the most reliable indicator [239,240]. Research has shown that pain is underestimated by healthcare professionals and overestimated by family members [223,241]. Therefore, it is essential to obtain a pain history directly from the patient, when possible, as a first step toward determining the cause of the pain and selecting appropriate treatment strategies. When the patient is unable to communicate verbally, other strategies should be used to determine the characteristics of the pain, as will be discussed.
Questions should be asked to elicit descriptions of the pain characteristics, including its location, distribution, quality, temporal aspect, and intensity. In addition, the patient should be asked about aggravating or alleviating factors. Pain is often felt in more than one area, and physicians should attempt to discern if the pain is focal, multifocal, or generalized. Focal or multifocal pain usually indicates an underlying tissue injury or lesion, whereas generalized pain could be associated with damage to the central nervous system. Pain can also be referred, usually an indicator of visceral pain.
The quality of the pain refers to the sensation experienced by the patient, and it often suggests the pathophysiology of the pain [223]. Pain that is well localized and described as aching, throbbing, sharp, or pressure-like is most likely somatic nociceptive pain. This type of pain is usually related to damage to bones and soft tissues. Diffuse pain that is described as squeezing, cramping, or gnawing is usually visceral nociceptive pain. Pain that is described as burning, tingling, shooting, or shock-like is neuropathic pain, which is generally a result of a lesion affecting the nervous system.
Temporal aspects of pain refer to its onset: acute, chronic, or "breakthrough." A recent onset characterizes acute pain, and there are accompanying signs of generalized hyperactivity of the sympathetic nervous system (diaphoresis and increased blood pressure and heart rate). Acute pain usually has an identifiable, precipitating cause, and appropriate treatment with analgesic agents will relieve the pain. When acute pain develops over several days with increasing intensity, it is said to be subacute. Episodic, or intermittent, pain occurs during defined periods of time, on a regular or irregular basis. Chronic pain is defined as pain that persists for at least three months beyond the usual course of an acute illness or injury. Such pain is not accompanied by overt pain behaviors (grimacing, moaning) or evidence of sympathetic hyperactivity.
"Breakthrough" is the term used to describe transitory exacerbations of severe pain over a baseline of moderate pain [242]. Breakthrough pain can be incident pain or pain that is precipitated by a voluntary act (such as movement or coughing) or can occur without a precipitating event. Breakthrough pain occurs in as many as 90% of people with cancer or in hospice settings and is often a consequence of inadequate pain management [222].
Documentation of pain intensity is key, as several treatment decisions depend on the intensity of the pain. For example, severe, intense pain requires urgent relief, which affects the choice of drug and the route of administration [4,223]. The numeric rating scale is the tool used most often to assess pain; with this tool, patients rate pain on a scale of 0 to 10 [223]. Visual analogue scales (patients rate pain on a line from 0 to 10) and verbal rating scales, which enable the patient to describe the pain as "mild," "moderate," or "severe," have also been found to be effective. Some patients, however, may have difficulty rating pain using even the simple scales. In an unpublished study involving 11 adults with cancer, the Wong-Baker FACES scale, developed for use in the pediatric setting, was found to be the easiest to use among three pain assessment tools that include faces to assess pain [243].
Functional assessment is important. The healthcare team should observe the patient to see how pain limits movements and should ask the patient or family how the pain interferes with normal activities. Determining functional limitations can help enhance patient compliance in reporting pain and adhering to pain-relieving measures, as clinicians can discuss compliance in terms of achieving established functional goals [227]. The Memorial Pain Assessment Card can be used to evaluate both the severity of pain and the effect of pain on function [223,244].
Physical examination can be valuable in determining an underlying cause of pain. Examination of painful areas can detect evidence of trauma, skin breakdown, or changes in osseous structures. Auscultation can detect abnormal breath or bowel sounds; percussion can detect fluid accumulation; and palpation can reveal tenderness. A neurologic examination should also be carried out to evaluate sensory and/or motor loss and changes in reflexes. During the examination, the clinician should watch closely for nonverbal cues that suggest pain, such as moaning, grimacing, and protective movements. These cues are especially important when examining patients who are unable to verbally communicate about pain.

Management



Strong evidence supports pain management approaches for people with cancer, but the evidence base for management of pain in people with other life-limiting diseases is weak [47,54,108,187,212,214]. Effective pain management involves a multidimensional approach involving pharmacologic and nonpharmacologic interventions that are individualized to the patient's specific situation [223].
Pharmacologic Interventions
The WHO analgesic ladder, introduced in 1986 and disseminated worldwide, remains recognized as a useful educational tool but not as a strict protocol for the treatment of pain. It is intended to be used only as a general guide to pain management [245]. The three-step analgesic ladder designates the type of analgesic agent based on the severity of pain (Figure 6) [245]. Step 1 of the WHO ladder involves the use of nonopioid analgesics, with or without an adjuvant (co-analgesic) agent, for mild pain (pain that is rated 1 to 3 on a 10-point scale). Step 2 treatment, recommended for moderate pain (score of 4 to 6), calls for a weak opioid, which may be used in combination with a step 1 nonopioid analgesic for unrelieved pain. Step 3 treatment is reserved for severe pain (score of 7 to 10) or pain that persists after Step 2 treatment. Strong opioids are the optimum choice of drug at Step 3. At any step, nonopioids and/or adjuvant drugs may be helpful. Some consider this model to be outdated and/or simplistic, but most agree that it remains foundational. It can be modified or revised, as needed, to apply more accurately to different patient populations.
Figure 6: THE WORLD HEALTH ORGANIZATION'S THREE-STEP LADDER OF ANALGESIA
[image: THE WORLD HEALTH ORGANIZATION'S THREE-STEP LADDER OF ANALGESIA]

Source: [245]


The WHO ladder is also accompanied by five guiding principles [245]:
	Reduce pain to levels that allow an acceptable quality of life.
	Global assessment of the patient should guide treatment, recognizing that individuals experience and express pain differently.
	The safety of patients, carers, healthcare providers, communities, and society must be assured.
	A pain management plan includes pharmacologic treatments and may include psychosocial and spiritual care.
	Analgesics, including opioids, must be accessible: both available and affordable.


The pharmacologic treatment of pain involves selecting the right drug(s) at the right dose, frequency, and route, and managing side effects [223]. A decision pathway was developed for use in the cancer setting and can be applied to other settings (Figure 7) [223].
Figure 7: DECISION PATHWAY FOR PAIN MANAGEMENT
[image: DECISION PATHWAY FOR PAIN MANAGEMENT]

Source: [223] Reprinted, with permission from Dalal S, Bruera E. Assessment and management of pain in the terminally ill. Prim Care Clin Office Pract. 2011;38:195-223.


Nonopioid analgesics, such as aspirin, acetaminophen (Tylenol), and nonsteroidal anti-inflammatory drugs (NSAIDs), are primarily used for mild pain (Step 1 of the WHO ladder) and may also be helpful as co-analgesics at Steps 2 and 3. Acetaminophen is among the safest of analgesic agents, but it has essentially no anti-inflammatory effect. Toxicity is a concern at high doses, and the maximum recommended dose is 3–4 g per day [223]. Acetaminophen should be avoided or given at lower doses in people with a history of alcohol abuse or renal or hepatic insufficiency [223].
NSAIDs are most effective for pain associated with inflammation. Among the commonly used NSAIDs are ibuprofen (Motrin, Advil), naproxen (Aleve, Naprosyn), and indomethacin (Indocin). There are several classes of NSAIDs, and the response differs among patients; trials of drugs for an individual patient may be necessary to determine which drug is most effective [67]. NSAIDs inhibit platelet aggregation, increasing the risk of bleeding, and also can damage the mucosal lining of the stomach, leading to gastrointestinal bleeding. There is a ceiling effect to the nonopioid analgesics; that is, there is a dose beyond which there is no further analgesic effect. In addition, many side effects of nonopioids can be severe and may limit their use or dosing.
Moderate pain (Step 2) has often been treated with analgesic agents that are combinations of acetaminophen and an opioid, such as codeine, oxycodone, or hydrocodone. However, it is now recommended that these combination drugs be avoided, as limits on the maximum dose of acetaminophen limits the use of a combination drug [206,223]. Individual drugs in combination is preferred, allowing for increases in the dose of the opioid without increasing the dose of the co-analgesic.
Strong opioids are used for severe pain (Step 3). Guidelines suggest that the most appropriate opioid dose is the dose required to relieve the patient's pain throughout the dosing interval without causing unmanageable side effects [187,206,246]. Morphine, buprenorphine, oxycodone, hydromorphone, fentanyl, and methadone are the most widely used Step 3 opioids in the United States. Unlike nonopioids, opioids do not have a ceiling effect, and the dose can be titrated until pain is relieved or side effects become unmanageable. For an opioid-naïve patient or a patient who has been receiving low doses of a weak opioid, the initial dose of a Step 3 opioid should be low, and, if pain persists, the dose may be titrated up daily until pain is controlled. Opioid-naïve patients are those who are not receiving opioid analgesic daily and therefore have not developed significant tolerance. Opioid-tolerant patients are those who have been taking an opioid analgesic daily for at least one week. The FDA identifies tolerance as receiving at least 60 mg of morphine daily, 30 mg of oral oxycodone daily, 8 mg of oral hydromorphone daily, or an equianalgesic dose of another opioid for one week or longer [187]. Typical starting doses for patients who are opioid-naïve have been noted, but these doses should be used only as a guide, and the initial dose, as well as titrated dosing, should be done on an individual basis (Table 8).
Table 8: OPIOIDS FOR THE MANAGEMENT OF PAIN IN ADULTSa
	Drug	Typical Starting Doseb	Onset of Action	Duration of Action
	Codeine	15–60 mg	30 to 60 minutes	4 to 6 hours
	Hydrocodone	2.5–10 mg	10 to 20 minutes	4 to 8 hours
	Morphine, immediate release	15–30 mg	15 to 30 minutes or 5 to 10 minutes	3 to 6 hours
	Oxycodone, immediate release	5–10 mg	10 to 30 minutes	3 to 4 hours
	Oxymorphone, sustained release	10 mg	5 to 10 minutes	8 to 12 hours
	Hydromorphone	2–4 mg	15 to 30 minutes	4 to 5 hours
	Methadone	5–10 mg	30 to 60 minutes	4 to 6 hours
	Tapentadol	50–100 mg	<60 minutes	4 to 6 hours
	Tapentadol, extended release	50–100 mg	—	—
	Fentanyl (buccal tablet)	100–200 mcg	5 to 15 minutes	2 to 4 hours
	Fentanyl (transdermal patch)	25 mcg/hour (worn for 3 days)	12 to 18 hours	48 to 72 hours
	Buprenorphine (transdermal patch)	5–10 mcg/hour (worn for 7 days)	—	—
	
            aAll information is given for oral formulations unless otherwise specified.
bDoses given are guidelines for opioid-naïve patients; actual doses should be determined on an individual basis.


          


Source: [187,223,247,248,249]


The most serious potential adverse effect following initiation of opioids for treatment of pain is oversedation followed by respiratory depression. To mitigate this risk, clinicians should discuss the role of naloxone administration by caregivers in the event of sedation/respiratory depression and make naloxone available as indicated or as required by local regulations [187]. When initiating morphine, or any opioid agent for treatment of moderate/severe pain, the prescribing clinician should consider lower starting dose titration in frail or older patients and in any patient with renal insufficiency (reduced creatinine clearance).
More than one route of opioid administration will be needed by many patients during end-of-life care, but in general, opioids should be given orally, as this route is the most convenient and least expensive. The transdermal route is preferred to the parenteral route, although dosing with a transdermal patch is less flexible and so may not be appropriate for patients with unstable pain [223]. Intramuscular injections should be avoided because injections are painful, drug absorption is unreliable, and the time to peak concentration is long [223].
Morphine is considered to be the first-line treatment for a Step 3 opioid [206]. Morphine is available in both immediate-release and sustained-release forms, and the latter form can enhance patient compliance. The sustained-release tablets should not be cut, crushed, or chewed, as this counteracts the sustained-release properties. Morphine should be avoided in patients with severe renal failure [214].
Buprenorphine (Butrans) has the general structure of morphine but differs from it in several ways [250]. The transdermal formulation of the drug was approved in 2010 for moderate-to-severe chronic pain in patients requiring an around-the-clock opioid for an extended period [223]. It may be used for people with renal impairment but is contraindicated in patients who have substantial respiratory depression [247,250].

Evidence Based Practice Recommendation

According to the Institute for Clinical Systems Improvement, there
            needs to be shared decision-making with the patient about reducing or eliminating
            opioids to avoid unnecessary complications from long-term opioid use. This involves
            following and re-evaluating the patient closely, with dose reduction or discontinuation
            as needed.
https://www.icsi.org/wp-content/uploads/2021/11/PalliativeCare_6th-Ed_2020_v2.pdf

             Last Accessed: October 14, 2024
Level of Evidence: Expert
            Opinion/Consensus Statement


The sustained-release form of oxycodone (OxyContin) has been shown to be as safe and effective as morphine for cancer-related pain, and it may be associated with less common side effects, especially hallucinations and delirium [251]. Oxycodone is also available in an immediate-release form (Roxicodone). Oxycodone should be used in people with advanced chronic kidney disease only if alternative options are not available [214]. If the drug must be used, the intervals between doses should be increased, and the patient should be monitored closely [214].
Hydromorphone and fentanyl are the most potent opioids; neither drug should be given to an opioid-naïve patient. Hydromorphone, which is four times as potent as morphine, is available in immediate- and extended-release forms [252]. Fentanyl is the strongest opioid (approximately 80 times the potency of morphine) and is available as a transdermal drug-delivery system (Duragesic; Ionsys), buccal film (Onsolis), tablet (Fentora), nasal spray (Lazanda), sublingual spray (Subsys), sublingual tablet (Abstral), and lozenge (Actiq) [247,253]. Fentanyl preparations have a more rapid onset than other opioids given nonparenterally [223]. Because of its potency, fentanyl must be used with extreme care, as deaths have been associated with its use. Physicians must emphasize to patients and their families the importance of following prescribing information closely, and members of the healthcare team should monitor the use of the drug. Fentanyl, administered subcutaneously, is the recommended choice for patients with advanced chronic kidney disease [214].
The use of methadone to relieve pain has increased substantially over the past few years, moving from a second-line or third-line drug to a first-line medication for severe pain in people with life-limiting diseases [254]. A systematic review showed that methadone had efficacy similar to that of morphine. However, the authors' conclusions were based on low-quality evidence. Other opioids (e.g., morphine, fentanyl) are easier to manage but may be more expensive than methadone in many economies [255]. Physicians must be well educated about the pharmacologic properties of methadone, as the risk for serious adverse events, including death, is high when the drug is not administered appropriately [255,256]. If the dose of methadone is increased too rapidly or administered too frequently, toxic accumulation of the drug can cause respiratory depression and death. Because of the unique nature of methadone, and its long and variable half-life, extreme care must be taken when titrating the drug, and frequent and careful evaluation of the patient is required. Practitioners are advised to consult with a pain or palliative care specialist if they are unfamiliar with methadone prescribing or if individual patient considerations necessitate rapid switching to or from methadone [187].
Meperidine (Demerol) should not be used in the palliative care setting because of limited efficacy and potential for severe toxicity. Agonist-antagonist opioids (nalbuphine [Nubain], butorphanol [Stadol], and pentazocine [Talwin]) are not recommended for use with pure opioids, as they compete with them, leading to possible withdrawal symptoms.
Tapentadol (Nucynta) is a short-acting opioid approved for moderate to severe pain in adults; an extended-release formulation (Nucynta ER) was approved in 2011 for moderate-to-severe chronic pain when an around-the-clock opioid is needed [257]. The drug is associated with a lower incidence of adverse effects than other opioids, and it has been shown to be highly effective for chronic pain conditions but has not been extensively studied in cancer-related pain or the palliative care setting [258]. A 2014 study of 123 patients that had previously received long-term analgesia for cancer-related pain showed tapentadol significantly reduced pain scores and was generally well tolerated; concomitant use of pain medications was also reduced [259].
The most appropriate option for breakthrough pain is an immediate-release opioid taken in addition to the around-the-clock regimen [223]. The fentanyl buccal tablet has been shown to be effective and safe for relieving breakthrough pain in people who are opioid tolerant [187,260,261]. Between January 2011 and January 2012, three forms of fentanyl were approved for breakthrough pain in people with cancer: fentanyl sublingual tablet (Abstral), fentanyl nasal spray (Lazanda), and fentanyl sublingual spray (Subsys). Abstral and Lazanda have since been discontinued [247,252]. As of 2021, the fentanyl lozenge (Actiq) and buccal tablet (Fentora) are also approved for breakthrough cancer pain [252]. For each formula, the initial dose may be repeated once if pain is not relieved adequately after 30 minutes. Patients should wait at least two hours before using the sublingual tablet, buccal film, or the nasal spray for another breakthrough pain episode; the interval is four hours for the sublingual spray, lozenge, or buccal tablet [247,252].
When pain responds poorly to escalated doses of an opioid, other approaches should be considered, including alternative routes of administration, use of alternate opioids (termed opioid rotation or opioid switching), use of adjuvant analgesics, and nonpharmacologic approaches. A process for opioid switching has been established (Figure 8); the first step is to calculate the equianalgesic dose of the new drug (Table 9) [187,206,223]. Additional care is needed when switching to methadone, and conversion ratios have been established (Table 10) [187]. Evidence suggests that the traditionally recommended equianalgesic doses for the fentanyl transdermal patch are subtherapeutic for patients with chronic cancer-related pain, and more aggressive approaches may be warranted (Table 11) [187,223,262].
Figure 8: PROCESS FOR OPIOID SWITCHING
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	aReduce by a greater percentage if the patient is older, frail, or has
                significant organ dysfunction. If changing to methadone, reduce the dose by 75%.
                If changing to transdermal fentanyl, do not reduce the dose and continue the
                current opioid for 12 to 48 hours.


Source: [187,206,223]


Table 9: OPIOID EQUIVALENT DOSES
	Drug	Oral Dose	Parenteral Dose
	Morphine	30 mg	10 mg
	Codeine	200 mg	NA
	Hydromorphone	7.5 mg	1.5 mg
	Hydrocodone	30–45 mg	NA
	Oxycodone	20 mg	NA
	Oxymorphone	10 mg	1 mg
	Methadone	20 mg	10 mg
	Buprenorphine transdermal patch	5–10 mcg/hour	NA


Source: [187,206,223]


Table 10: DOSE CONVERSION RATIOS FOR METHADONE
	Oral Morphine	Conversion Ratio (Morphine:Oral Methadone)
	30–90 mg	4:1
	91–300 mg	8:1
	>300 mg	12:1
	100 mcg/hour	800 mg
	The oral conversion ratio of methadone varies. Practitioners are advised to consult with a pain or palliative care specialist if they are unfamiliar with methadone prescribing.


Source: [187]


Table 11: EQUIANALGESIC ORAL OPIOID DOSES FOR FENTANYL TRANSDERMAL PATCH
	Transdermal Fentanyl	Morphine	Hydromorphone	Oxycodone	Codeine
	25 mcg/hour	60 mg	7.5 mg	30 mg	200 mg
	50 mcg/hour	120 mg	15 mg	60 mg	400 mg
	75 mcg/hour	180 mg	22.5 mg	90 mg	600 mg
	100 mcg/hour	240 mg	30 mg	120 mg	800 mg


Source: [187,223]


Another approach that has been used for pain management in the cancer setting is combination opioid therapy, or the concurrent use of two strong opioids. The effectiveness of this approach has been evaluated in only two studies, and the combination was morphine and oxycodone or morphine with fentanyl or methadone [263]. The evidence to support a recommendation of combination opioid therapy is weak, and the side effects most likely outweigh the benefit [263].
Opioids are associated with many side effects, the most notable of which is constipation, occurring in nearly 100% of patients. The universality of this side effect mandates that once extended treatment with an opioid begins, prophylactic treatment with laxatives must also be initiated. Tolerance to other side effects, such as nausea and sedation, usually develops within three to seven days. Some patients may state that they are "allergic" to an opioid. It is important for the physician to explore what the patient experienced when the drug was taken in the past, as many patients misinterpret side effects as an allergy. True allergy to an opioid is rare [223]. Opioid rotation may also be done to reduce adverse events.
When opioids are prescribed, careful documentation of the patient's history, examinations, treatments, progress, and plan of care are especially important from a legal perspective. This documentation must provide evidence that the patient is functionally better off with the medication than without [67]. In addition, physicians must note evidence of any dysfunction or abuse.
Adjuvant agents are often used in conjunction with opioids and are usually considered after the use of opioids has been optimized [67]. The primary indication for these drugs is adjunctive because they can provide relief in specific situations, especially neuropathic pain. Examples of adjuvant drugs are tricyclic antidepressants, anticonvulsants, muscle relaxants, and corticosteroids (Table 12) [187,223]. A systematic review found that there was limited evidence to support the use of selective serotonin reuptake inhibitors (SSRIs) for neuropathic pain, but one serotonin-norepinephrine reuptake inhibitor, venlafaxine (Effexor), was found to be effective [264].
Table 12: ORAL ADJUVANT ANALGESICS
	Drug Class	Drug	Typical Starting Dose	Usual Effective Dose
	Anticonvulsants	Gabapentin	100–300 mg once daily	300–1,200 mg (2 or 3 divided doses)
	Pregabalin	25–75 mg twice daily	75–200 mg (3 divided doses)
	Carbamazepine	50–100 mg twice daily	300–600 mg twice daily
	Topiramate	25–50 mg daily	50–200 mg twice daily
	Oxcarbazepine	150–300 mg twice daily	150–600 mg twice daily
	Tiagabine	4 mg at bedtime	4–12 mg twice daily
	Tricyclic antidepressants	
            Amitriptyline
Nortriptyline
Desipramine


          	10–25 mg at bedtime	50–150 mg at bedtime
	Serotonin-norepinephrine reuptake inhibitors	Venlafaxine	37.5 mg daily	150–350 mg daily
	Skeletal muscle relaxants	Baclofen	5 mg twice daily	10–20 mg 2 or 3 times daily
	Cyclobenzaprine	5 mg 3 times daily	10–20 mg 3 times daily
	Metaxalone	400 mg 3 times daily	Not defined
	Corticosteroids	Dexamethasone	1–2 mg	Not defined


Source: [187,223,252]


Nonpharmacologic Interventions
Several nonpharmacologic approaches are therapeutic complements to pain-relieving medication, lessening the need for higher doses and perhaps minimizing side effects. These interventions can help decrease pain or distress that may be contributing to the pain sensation. Approaches include palliative radiotherapy, complementary/alternative methods, manipulative and body-based methods, and cognitive/behavioral techniques. The choice of a specific nonpharmacologic intervention is based on the patient's preference, which, in turn, is usually based on a successful experience in the past.
Palliative radiotherapy is effective for managing cancer-related pain, especially bone metastases [47,265,266]. Bone metastases are the most frequent cause of cancer-related pain; 50% to 75% of patients with bone metastases will have pain and impaired mobility [265]. External-beam radiotherapy is the mainstay of treatment for pain related to bone metastases. At least some response occurs in 70% to 80% of patients, and the median duration of pain relief has been reported to be 11 to 24 weeks [265]. It takes one to four weeks for optimal therapeutic results [265,266].
However, palliative radiotherapy has become a controversial issue. Although the benefits of palliative radiotherapy are well documented and most hospice and oncology professionals believe that palliative radiotherapy is important, this treatment approach is offered at approximately 24% of Medicare-certified freestanding hospices, with less than 3% of hospice patients being treated [77,78,79]. As previously noted, reimbursement issues present a primary barrier to the use of palliative radiotherapy [77,78,79]. Among other barriers are short life expectancy, transportation issues, patient inconvenience, and lack of knowledge about the benefits of palliative radiotherapy in the primary care community [77,78,266,267].
One study found that more than half (54%) of people use complementary/alternative medicine therapies at the end of life [268]. The most commonly used therapies are massage, music, relaxation techniques, and acupuncture [268,269,270,271,272].
Massage, which can be broadly defined as stroking, compression, or percussion, has led to significant and immediate improvement in pain in the hospice setting [273]. Both massage and vibration are primarily effective for muscle spasms related to tension or nerve injury, and massage can be carried out with simultaneous application of heat or cold. Massage may be harmful for patients with coagulation abnormalities or thrombophlebitis [227].
Focused relaxation and breathing can help decrease pain by easing muscle tension. Progressive muscle relaxation, in which patients follow a sequence of tensing and relaxing muscle groups, has enabled patients to feel more in control and to experience less pain and can also help provide distraction from pain. [227]. This technique should be avoided if the muscle tensing will be too painful.
Acupuncture typically provides pain relief 15 to 40 minutes after stimulation. Relief seems to be related to the release of endorphins and a susceptibility to hypnosis [227]. The efficacy of acupuncture for relieving pain has not been proven, as study samples have been small. However, acupuncture has been found to be of some benefit for cancer-related pain when the therapy is given in conjunction with analgesic therapy [274].
Other nonpharmacologic interventions that have been helpful for some patients but lack a strong evidence base include manipulative and body-based methods (such as application of cold or heat, and positioning), yoga, distraction, and music or art therapy. The application of cold and heat are particularly useful for localized pain and have been found to be effective for cancer-related pain caused by bone metastases or nerve involvement, as well as for prevention of breakthrough incident pain [227]. Alternating application of heat and cold can be soothing for some patients, and it is often combined with other nonpharmacologic interventions.
Cold can be applied through wraps, gel packs, ice bags, and menthol. It provides relief for pain related to skeletal muscle spasms induced by nerve injury and inflamed joints. Cold application should not be used for patients with peripheral vascular disease. Heat can be applied as dry (heating pad) or moist (hot wrap, tub of water) and should be applied for no more than 20 minutes at a time, to avoid burning the skin. Heat should not be applied to areas of decreased sensation or with inadequate vascular supply, or for patients with bleeding disorders.
Changing the patient's position in the bed or chair may help relieve pain and also helps minimize complications such as decubitus ulcers, contractures, and frozen joints. Members of the healthcare team as well as family members and other informal caregivers can help reposition the patient for comfort and also perform range-of-motion exercises. Physical and occupational therapists can recommend materials, such as cushions, pillows, mattresses, splints, or support devices.
Hatha yoga is the branch of yoga most often used in the medical context, and it has been shown to provide pain relief for patients who have osteoarthritis and carpal tunnel syndrome but it has not been studied in patients at the end of life. Yoga may help relieve pain indirectly in some patients through its effects on reducing anxiety, increasing strength and flexibility, and enhancing breathing [275]. Yoga also helps patients feel a sense of control.
Methods to provide distraction from pain come in a wide variety of methods, including reciting poetry, meditating with a calm phrase, watching television or movies, playing cards, visiting with friends, or participating in crafts.
Music therapy and art therapy are also becoming more widely used as nonpharmacologic options for pain management. Listening to music has been shown to decrease the intensity of pain and reduce the amount of opioids needed, but the magnitude of the benefit was small [276]. Research suggests that art therapy contributes to a patient's sense of well-being [277]. Creating art helps patients and families to explore thoughts and fears during the end of life. An art therapist can help the creators reflect on the implications of the art work. Art therapy is especially helpful for patients who have difficulty expressing feelings with words, for physical or emotional reasons.


FATIGUE



Fatigue is a subjective feeling of tiredness, weariness, and lack of energy. Fatigue is often accompanied by a feeling of weakness (asthenia), which can be either generalized or localized. The National Comprehensive Cancer Network (NCCN) defines fatigue as "a distressing, persistent, subjective sense of physical, emotional, and/or cognitive tiredness or exhaustion…that is not proportional to recent activity and interferes with usual functioning" [278]. Fatigue associated with life-limiting diseases is further characterized by the disproportionate relationship to recent activity and the lack of recovery following additional sleep [279]. Persistent fatigue has a significant impact on the quality of life by negatively affecting functional status, interfering with normal activities, and contributing to emotional distress [278]. Fatigue may also cause distress for a patient's family members, who may interpret this symptom as a sign of the patient "giving up." As is the case with pain, fatigue is underreported, underdiagnosed, and undertreated [279]. Studies have indicated that approximately half of patients do not report fatigue to their healthcare team, and the primary reasons were that they did not think effective treatments were available and their physicians did not offer interventions [280].
Fatigue is often part of a cluster of symptoms that may also include pain, depression, sleep disturbances, and anxiety/depression, especially at the end of life [278,281,282,283,284]. Analysis of 25 symptoms among 922 patients with advanced cancer demonstrated seven clusters. One of those clusters, referred to as the fatigue/anorexia-cachexia cluster, was composed of easy fatigue, weakness, lack of energy, anorexia, early satiety, weight loss, dry mouth, and taste changes [285]. Fatigue has often been reported to be the symptom that causes patients the most distress [286].
Prevalence



A sense of fatigue and weakness is one of the most common symptoms near the end of life, and patients often consider this symptom to be more troublesome than pain [287,288]. The prevalence of fatigue has been reported to range from 12% to 97% of patients with life-limiting diseases, and the prevalence is fairly consistent across disease settings [211,279].

Etiology



Among the most common contributors to fatigue in people with advanced life-limiting diseases are medications, anemia, dehydration, direct tumor effects on energy consumption and supply, infection, metabolic disturbances, fluid and electrolyte imbalance, dyspnea, sleep apnea, depression, and loss of skeletal muscle due to cachexia [108,278,279].

Prevention



Ensuring adequate management of symptoms related to fatigue may help in preventing the condition. Clinicians should advise the patient to conserve energy as much as possible, to follow a normal sleep cycle, and to engage in aerobic exercise [108,278,279,286].

Assessment



Assessing fatigue can be a challenge, but as with pain, the patient's report of how he or she is feeling is the gold standard in the assessment. For patients who speak a language other than English, questions about fatigue should include such words and phrases as "tired," "weak," and "lack of energy," as the word "fatigue" may translate differently in some languages [279]. Several tools are available to assess fatigue, but because it usually occurs in a cluster of symptoms, many of these tools are multidimensional instruments, often involving several questions, which can be impractical [279,284]. In assessing patients for fatigue, the clinician should ask such questions as "Do you feel unusually tired or weak?" or "How tired/weak are you?" [279].
An easy-to-use instrument is the Brief Fatigue Inventory, which includes nine items that ask the patient to rate the severity of fatigue on a scale of 0 (no fatigue) to 10 ("as bad as you can imagine") [289]. The patient is asked to consider the current level of fatigue as well as fatigue experienced within the past 24 hours and to indicate the degree to which fatigue has interfered with activities, mood, walking ability, relations with other people, and enjoyment of life.
Assessment should also include a physical examination to detect an underlying cause of fatigue, a focused history-taking, and laboratory tests, as appropriate, to rule out suspected causes (Figure 9) [279].
Figure 9: Algorithm for the Diagnosis of Fatigue in patients receiving Palliative Care
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	ACTH = adrenocorticotropic hormone, Ca = calcium, CRP = C-reactive protein,
                Mg = magnesium, NRS = numerical rating scale, Phos = phosphate, TSH =
                thyroid-stimulating hormone.


Source: [279] Reprinted, with permission from Radbruch L, Strasser F, Elsner F, et al. Fatigue in palliative care patients—an EAPC approach. Palliat Med. 2008;22(1):13-32.



Management



Little evidence is available to support guidelines for the management of fatigue during the end of life. Most of the research on nonpharmacologic and pharmacologic treatment options has been conducted with subjects receiving active cancer treatment or long-term follow-up care after cancer treatment. Fatigue in the palliative care setting is addressed specifically by the European Association for Palliative Care (EAPC) (all settings) and the NCCN (cancer setting) and is noted in guidelines for palliative care for advanced heart failure [108,187,279]. In addition, the Agency for Healthcare Research and Quality has addressed fatigue in the cancer setting, and systematic reviews have been done to help determine effective pharmacologic and nonpharmacologic interventions [281,290,291,292,293]. Management of fatigue should include treatment of an underlying cause, if one can be identified, but symptomatic relief should also be provided (Figure 10) [108,187,279].
Figure 10: ALGORITHM FOR THE MANAGEMENT OF FATIGUE IN PATIENTS RECEIVING PALLIATIVE CARE
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Source: [279] Reprinted, with permission from Radbruch L, Strasser F, Elsner F, et al. Fatigue in palliative care patients—an EAPC approach. Palliat Med. 2008;22(1):13-32.


When medications are the underlying cause of the fatigue, nonessential medications should be discontinued, and changing medications or the time of dosing may reduce tiredness during the day. Appropriate management of infection, cachexia, depression, and insomnia may also help reduce fatigue [279,287]. The patient's life expectancy and preferences should be considered before carrying out treatment of an underlying cause [279]. Fatigue may provide a protective effect for patients in the last days or hours of life [279]. As such, the patient may be more comfortable without aggressive treatment of fatigue during that period [279].
The treatment of anemia as an underlying cause of fatigue (and other symptoms) is a complex issue. Many studies have provided evidence to recommend the use of erythropoiesis-stimulating agents (erythropoietin [Epogen], darbepoetin [Procrit]) for anemia in people with cancer, HIV/AIDS, chronic kidney disease, and heart failure because of benefit in increasing the hemoglobin level, improving exercise tolerance, reducing symptoms, and decreasing the need for blood transfusions [279; 290; 294; 295; 296]. However, safety concerns led the U.S. Food and Drug Administration (FDA) to require a boxed warning on the label of erythropoiesis-stimulating agents regarding the increased risk of several adverse events (death, myocardial infarction, stroke, venous thromboembolism, thrombosis of vascular access, and tumor progression or recurrence) among people with chronic kidney disease or cancer [297]. The FDA recommends using the lowest dose sufficient to avoid red blood cell transfusion [297]. Recommendations for these agents in these populations have been withdrawn or revised [87; 291; 298; 299]. A 2010 systematic review and meta-analysis (11 studies, 794 subjects) demonstrated benefit of erythropoiesis-stimulating agents among people with heart failure and mild anemia (>10 g/dL) with no increase in adverse events [296].
Most patients will try to manage fatigue by resting and/or sleeping more often, and many healthcare professionals will also recommend this strategy. However, additional rest and/or sleep usually does not restore energy in patients who have fatigue related to a life-limiting disease; continued lack of exercise may even promote fatigue [279]. Regular aerobic exercise and strength training has been found to alleviate fatigue, although much of the research in this area has been conducted with cancer survivors [284]. For example, a meta-analysis (28 studies, 2,083 subjects) demonstrated a significant effect of exercise in the treatment of fatigue during and after cancer treatment [293]. An update to this review and meta-analysis supported the benefit of aerobic exercise for individuals with cancer-related fatigue and recommended further research to determine the optimal type, intensity, and timing of an exercise intervention [300]. Some small studies of fatigue have been done in the palliative care setting, and exercise was found to be beneficial [301,302,303].
Although an exercise program is recommended, decreasing activity to conserve energy is also encouraged [108,187,279]. Clinicians should talk to the patient and family about the importance of the patient conserving energy by adjusting daily activities to correspond to times of peak energy, setting priorities for activities, following a normal wake-sleep cycle, and using assistive devices, and delegating less important tasks [187,279]. Encouraging adequate nutrition, stress reduction through meditation or relaxation techniques, and engagement in enjoyable activities can help restore energy [187,279]. Counseling about setting realistic goals for activities and function may also help patients and family members adapt to new daily routines.
Pharmacologic treatment of fatigue should be undertaken only after potential causes of fatigue have been ruled out [187,279]. The EAPC and the ASCO note that methylphenidate (Ritalin) and modafinil (Provigil) may reduce fatigue [279,284]. The NCCN does not recommend modafinil due to limited evidence of benefit and recommends that methylphenidate be used cautiously and should be considered only after other causes of fatigue have been ruled out [278]. The recommendations from the EAPC and the ASCO are based on systematic reviews showing a significant effect of methylphenidate for the treatment of fatigue in people with cancer or HIV/AIDS or for opioid-induced sedation [279,290,291,292,304]. An optimal dose of methylphenidate has not been defined, but an initial dose of 5–10 mg (given in the morning) has been used, with the dose titrated to 40–60 mg per day (given once in the morning and once at midday) [279]. Among the side effects are nervousness, jitteriness, agitation, arrhythmia, and tachycardia [279]. The initial recommended dose of modafinil is 200 mg per day [279]. Major side effects have included agitation, nervousness, sleep disturbances, nausea, and diarrhea. Since the publication of these recommendations, researchers conducting a systematic review concluded that the evidence was insufficient to recommend a specific drug for the treatment of fatigue in the palliative care setting [292]. The ASCO notes that evidence for their use is weak; others argue that an improper (too low) dose and short study duration leads to suboptimal effect in trials and that individual response to central nervous system stimulants is highly variable [284,305].
Corticosteroids (prednisone and dexamethasone) have been used frequently to treat fatigue in the palliative care setting, but no research on their effectiveness is available [292]. These agents have provided short-term relief of fatigue and improved quality of life among people with cancer, but because of the toxicity associated with long-term use, they should be considered only at the end life or to alleviate fatigue for a well-defined goal (such as allowing the patient to attend a special event) [187,279].


DYSPNEA



Dyspnea is a subjective sense of breathlessness (extreme shortness of breath, the subjective awareness that "breathing is not working") and ranges from breathlessness on exertion to persistent, distressing breathlessness at rest or for longer periods of time. Patients may describe dyspnea as "smothering," "suffocating," or "drowning." Dyspnea can have a substantial impact on a patient's quality of life by restricting the patient's activities as well as causing distress for both patients and their families.
Prevalence



The prevalence of dyspnea among adults with life-limiting disease ranges from 10% to 95%, with the highest rates among people with COPD, lung cancer, and heart failure, especially in the last week of life [54,207,209,211,213,306,307].

Etiology



Physical causes of dyspnea vary according to the life-limiting disease and/or comorbid conditions and include pleural effusion, airway obstruction, pulmonary embolism, pericardial effusion, and asthma [54]. Progressive dyspnea is a common feature of end-stage, diffuse metastatic carcinoma of the lung. Pain and psychological conditions such as anxiety and depression may augment the severity or prolong the duration of dyspnea [54,213].

Prevention



Measures to reduce anxiety can help to prevent dyspnea or reduce its severity. In addition, patients with heart failure or lung diseases should be advised to conserve energy.

Assessment



Practice guidelines recommend that clinicians regularly assess dyspnea in patients receiving end-of-life care [47,54,213]. Intercurrent, reversable causes of dyspnea include pleural/pericardial effusion and pulmonary embolism. Assessment should involve asking the patient to note the severity and/or distress related to dyspnea, as objective testing, such as respiratory rate, arterial blood gas levels, and pulse oximetry, do not always correlate with a patient's experience of shortness of breath [213]. Tools for patient-reported dyspnea include a modified Borg scale, a visual analog scale, or a numerical scale [213,308]. In addition to asking about the severity of breathlessness, the clinician should ask about other symptoms, especially concurrent chest pain, and about the activities that cause dyspnea. Patients with dyspnea often modify their activities to avoid dyspnea, so the clinician should ask the patient if he or she has changed or stopped any activities because of dyspnea [54]. Because of the link between psychological factors and dyspnea, the clinician should also evaluate the patient's psychosocial status.
Physical assessment of the patient should include evaluation of breath sounds, heart rate, respiratory rate, jugular pressure, and functional status. Select imaging studies, such as chest x-ray, chest CT, and echocardiogram, may identify a suspected, treatable cause of dyspnea [54,122].

Management



The American College of Physicians, the American Thoracic Society, the Canadian Thoracic Society (endorsed by the ACCP), and the NCCN have developed evidence-based guidelines for the management of dyspnea [47,54,122,213,309,310]. In addition, evidence-based recommendations for managing dyspnea in people with advanced heart failure are available [108]. A stepwise approach to managing dyspnea should be taken, with the first step being treatment of the underlying cause, if one can be identified [54]. Nonpharmacologic interventions should be used first; if the response is inadequate, pharmacologic interventions may be added.
Supplemental oxygen is commonly used to treat dyspnea. Strong evidence supports the use of oxygen and pulmonary rehabilitation for dyspnea, and supplemental oxygen may provide relief of dyspnea for people with advanced lung or heart disease who have hypoxemia at rest or with minimal activity [47,54,212,213,309,310]. However, data suggest that oxygen offers no benefit to patients who do not have hypoxemia [108].
A variety of nonpharmacologic interventions have been suggested in several practice guidelines, although the evidence base varies (Table 13) [122,213,309,310]. In a systematic review of nonpharmacologic interventions and an update of that review for dyspnea in people with advanced malignant and nonmalignant diseases, there was strong evidence for chest wall vibration and neuroelectrical muscle stimulation and moderate evidence for walking aids and breathing training [311,312]. The updated review found low strength of evidence for acupuncture/acupressure, no evidence for the use of music, and insufficient evidence to recommend the use of a fan, music, relaxation, counseling and support, and psychotherapy [311,312]. A subsequent small randomized controlled trial demonstrated that a handheld fan directed at the face reduced breathlessness [313].
Table 13: NONPHARMACOLOGIC INTERVENTIONS FOR DYSPNEA RECOMMENDED IN PRACTICE GUIDELINES
	
            Chest wall vibration
Neuroelectrical muscle stimulation
Walking aids
Breathing training
Inspiratory muscle training
Physical activity
Handheld fan directed at the face
Pursed-lip breathing
Cool compress on the forehead
Cool room
Open windows
Activity pacing
Noninvasive positive pressure ventilation
Relaxation techniques
Acupuncture/acupressure
Psychosocial support
Patient and family education


          


Source: [122,213,309,310,311,313,314]


Opioids represent the primary recommended pharmacologic intervention for intractable dyspnea in people with advanced cancer and lung disease [47,213,309]. A systematic review and meta-analysis (18 randomized controlled trials) demonstrated a significant positive effect of opioids on breathlessness [315]. Guidelines recommend that oral or parenteral opioids be considered for all patients with severe and unrelieved dyspnea; nebulized opioids have not had an effect when compared with placebo [47,212,213,309]. Oral morphine is the most commonly prescribed opioid, but other opioids, such as diamorphine, dihydrocodeine, fentanyl, hydromorphone, and oxycodone, may be used [213]. The dose should be selected and titrated according to such factors as renal, hepatic, and pulmonary function and past use of opioids [213]. An oral dose of morphine of 2.5–10 mg every four hours as needed (1–5 mg intravenously) has been recommended for opioid-naïve patients [122]. Although respiratory depression is a side effect associated with opioids, especially morphine, this effect has not been found with doses used to relieve dyspnea [122,316]. Evidence-based recommendations for palliative care for people with heart failure note that diuretics represent the cornerstone of treatment of dyspnea [108]. Nitrates may also provide relief, and inotropes may be appropriate in select patients [108]. The recommendations also include the use of low-dose opioids [108].
Anxiolytics are often a recommended option for relief of breathlessness because of the association between anxiety and dyspnea. The NCCN guidelines suggest considering benzodiazepines when opioids and other nonpharmacologic measures have failed to control dyspnea [310]. However, there is little evidence that anxiolytic agents are effective for managing dyspnea associated with end-stage disease. A systematic review published in 2010 (seven studies, 200 subjects) showed that benzodiazepines had no beneficial effect on breathlessness in people with advanced cancer or COPD [317]. An update of the review included one additional study, but it did not alter the authors' original conclusion that benzodiazepines have no beneficial effect on breathlessness in these patient populations [318]. Bronchodilators and systemic corticosteroids may be helpful in relieving dyspnea in people with lung cancer and underlying obstructive airway disease [314]. Reducing excessive secretions with nonpharmacologic interventions and anti-secretory agents is often beneficial [310]. In addition, analgesics may help relieve dyspnea associated with pain.


CONSTIPATION



Constipation can be defined as a reduced frequency of bowel movements and an increased stool consistency. In defining constipation in people with life-limiting disease, measurable symptoms, as well as the person's perception of constipation and the level of discomfort, are factors [319,320]. The condition may be accompanied by cramps and abdominal bloating, as well as by discomfort caused by straining and rectal pressure. The patient who complains of "constipation" should be encouraged to elaborate so that the full nature and extent of the difficulty, including associated symptoms, can be defined for that individual [319].
Prevalence



The prevalence of constipation among adults with life-limiting disease ranges from 8% to 70%, and constipation occurs in almost all patients taking opioids [211,227,307]. The prevalence of constipation in palliative care settings is even higher, at 30% to 90% [321].

Etiology



Opioids are the primary factor in constipation in the palliative care setting, and many other prescribed drugs can contribute to constipation, including tricyclic antidepressants, antacids, antiepileptic drugs, anticholinergic agents, and antihypertensives [319]. Additional factors that may contribute to constipation are diverticuli, inflammatory bowel disease, metabolic conditions (hypercalcemia, hypokalemia, hypothyroidism, uremia), cerebral tumors, dehydration, and radiation fibrosis [319]. For patients with cancer, constipation may be directly due to tumor involvement that causes intestinal obstruction. A diet low in fiber and decreased physical activity also increase the likelihood of constipation.

Prevention



Prevention of constipation is key, as prophylaxis is more effective than treatment after constipation has been identified. As such, all treatment guidelines strongly recommend that a prophylactic bowel regimen be initiated when treatment with opioids (or other constipation-causing drugs) begins [310,319,320,321]. The recommended prophylaxis is an osmotic and/or a stimulant laxative [310,319,320]. Many nonpharmacologic approaches are recommended, and patients should be encouraged to plan a diet with adequate fiber, to increase fluid intake, and to engage in physical activity, as appropriate [310,319,320,321]. Family members should be asked to help the patient comply with these measures. Ensuring that the patient has sufficient privacy and comfort with toileting is also recommended [319,320,321].

Assessment



Issues of personal privacy often lead to a reluctance of patients to discuss constipation, so clinicians and other healthcare professionals must initiate the discussion and talk honestly about what to expect and measures to prevent and manage the symptom. The assessment tools used most often are the Bristol Stool Form Scale and the Constipation Assessment Scale [319,320]. Assessment should include a review of the list of medications, a history of bowel habits, and abdominal and rectal examination. In addition to checking the list of prescribed medications to determine if constipation is a side effect, the physician should ask the patient about over-the-counter drugs and herbal remedies, as constipation can be a consequence of aluminum-containing antacids, ibuprofen, iron supplements, antidiarrhea drugs, antihistamines, mulberry, and flax. A detailed history of bowel habits helps to establish what is considered normal for the individual patient. The patient should be asked about frequency of stool, the appearance and consistency of stools, use of bowel medications, and previous occurrence of constipation. In general, physical examination of the abdomen for tenderness, distention, and bowel sounds can rule out intestinal obstruction as the cause of constipation. A rectal examination can identify the presence of stool, fecal impaction, or tumor. Imaging of the abdomen (by plain x-ray or computerized tomography) may be appropriate to confirm the presence of obstruction. Consideration of the patient's prognosis and preferences for care should be factored into a decision to carry out diagnostic testing. As with assessment of all symptoms, constipation should be reassessed frequently; assessment at least every three days is recommended [320].

Management



The goal of treatment should be relief of symptoms related to constipation and re-establishment of bowel habits to the patient's comfort and satisfaction; some recommend a goal of one nonforced bowel movement every one to two days, or at least three times per week [310,320,321]. Systematic reviews have demonstrated that data are insufficient to support one laxative or combination of laxatives over others [319,322,323,324].
Many laxatives are FDA approved for occasional constipation, and much of the evidence on their efficacy has come from studies of chronic constipation, not patients with life-limiting disease. In its guidelines for the management of chronic constipation, the American College of Gastroenterology notes the following [323]:
	Polyethylene glycol (PEG) and lactulose (both osmotic) improve stool frequency and stool consistency.
	Data are insufficient to make a recommendation about the efficacy of stool softeners
              (docusate [Colace or Surfak]); stimulant laxatives (senna [Senokot, Ex-Lax] or
              bisacodyl [Dulcolax, Correctol]); milk of magnesia; herbal supplements (aloe);
              lubricants (mineral oil); or combination laxatives (psyllium plus senna).


The results of a systematic review of studies in the palliative care setting also demonstrated insufficient data for recommendations because of a lack of direct comparisons of laxatives [322]. An update to this review includes evidence that subcutaneous methylnaltrexone is effective in inducing laxation in palliative care in patients with opioid-induced constipation where conventional laxatives have failed [324]. Researchers have concluded that the choice of a laxative should be made on an individual basis, with considerations of patient preferences and the side-effect profile [319,322]. For all patients, oral formulations are recommended over rectal suppositories [319,320]. Rectal suppositories and/or enemas should be used with caution in patients receiving chemotherapy due to the increased risk of the rectal route of administration in the setting of cytopenia [310].
European and Canadian consensus groups and the NCCN have developed practice guidelines for constipation in the palliative care setting on the basis of the available data and expert opinion (Figure 11) [310,319,320]. First-line recommended treatment is a stimulant laxative plus a stool softener (PEG or lactulose) [310,319,322]. A small study of senna with and without docusate for hospitalized patients with cancer showed no significant benefit to the addition of docusate; docusate is specifically not recommended in the Canadian consensus recommendations [320,325]. If constipation persists, other options are bisacodyl, magnesium hydroxide, or sorbitol [310]. Methylnaltrexone (Relistor) was approved by the FDA in 2008 for the treatment of opioid-induced constipation [326]. A systematic review indicated that the subcutaneous drug is effective in the palliative care setting, and is especially useful for patients with constipation refractory to conventional laxatives [324]. In 2014, the FDA approved naloxegol, an oral agent for the management of opioid-associated constipation [327]. However, this drug's approval is limited to patients with chronic non-cancer pain. Practice recommendations note that methylnaltrexone or naloxegol should be considered for patients taking opioids after failure of other laxatives [310,319,320]. Withdrawal of opioids should never be a strategy to manage constipation.
Figure 11: ALGORITHM FOR THE MANAGEMENT OF CONSTIPATION IN PATIENTS RECEIVING PALLIATIVE CARE
[image: ALGORITHM FOR THE MANAGEMENT OF CONSTIPATION IN PATIENTS RECEIVING PALLIATIVE CARE]

Source: [319] Reprinted, with permission from Larkin PJ, Sykes NP, Centeno C, et al. The management of constipation in palliative care: clinical practice recommendations. Palliat Med. 2008;22(7):796-807.


Nonpharmacologic interventions are important adjuncts to laxatives, and the interventions used as prophylaxis are recommended for ongoing management [319,320].


NAUSEA AND VOMITING



Nausea may occur alone or with vomiting, a neuromuscular reflex. Nausea and vomiting can exacerbate pain and contribute to insomnia, fatigue and weakness, and anorexia. It can also limit activities and cause distress for the patient and family. Nausea is the result of stimulation of one of several pathways: the chemoreceptor trigger zone (located in the medulla), the cortex of the brain, the vestibulocochlear nerve, or the gastrointestinal tract [67].
Prevalence



Nausea alone affects approximately 6% to 68% of adults with life-limiting disease, and vomiting affects 40% [211]. The rate of nausea and vomiting is highest among patients with cancer [211].

Etiology



The potential causes of nausea and vomiting near the end of life vary according to life-limiting disease [206,214,246,328,329]:
	Medications (chemotherapy agents, opioids, antidepressants, antibiotics)
	Radiation therapy (especially to the abdomen or lumbosacral spine)
	History of peptic ulcer disease or gastroesophageal reflux
	Delayed gastric emptying
	Primary or metastatic brain tumor
	Gastrointestinal tract obstruction
	Constipation
	Renal failure
	Hepatic failure
	Pancreatitis
	Hypercalcemia
	High serum levels of dioxin or anticonvulsants


The causes also differ according to the pathway stimulated (Table 14) [328,329]. Most often the cause is multifactorial, but sometimes no cause can be determined.
Table 14: CAUSES OF NAUSEA AND VOMITING ACCORDING TO PATHWAY STIMULATED AND CLASS OF ANTIEMETICS
	Pathway Stimulated	Causes	Class of Antiemetics
	Chemoreceptor trigger zone	Metabolic disorders (hypercalcemia, hyponatremia, hepatic/renal failure)	Dopamine antagonists
	Opioids	Prokinetic agent, dopamine antagonists
	Malignant bowel obstruction	Prokinetic agent, dopamine antagonists, corticosteroids
	Cortex of brain	Increased intracranial pressure, anxiety, five senses	Corticosteroids, anxiolytics
	Peripheral pathways (gastrointestinal tract)	Gastroparesis	Prokinetic agent
	Vestibular system	Motion	Muscarinic acetylcholine receptor, antihistamine


Source: [206,328]



Prevention



The prevention of nausea and vomiting has focused on prophylactic treatment for patients receiving chemotherapy or radiation therapy for cancer. Although most patients at the end of life do not receive anticancer treatment, chemotherapy may be given as part of palliative care. ASCO classifies chemotherapy drugs according to their emetogenic potential: high (>90% incidence of emesis without an antiemetic), moderate (30% to 90% incidence), low (10% to 30% incidence), and minimal (<10% incidence) [330]. According to ASCO guidelines, a 5-hydroxytryptamine type 3 (5-HT3) antagonist, dexamethasone (Decadron), and a neurokinin 1 (NK1) receptor antagonist (such as aprepitant [Emend]) should be used as prophylaxis for a highly emetic chemotherapy agent or combination (such as an anthracycline and cyclophosphamide) [330]. Palonosetron (Aloxi), in combination with dexamethasone or netupitant, is recommended for chemotherapy agents with moderate emetic risk, and dexamethasone is recommended before the first dose of chemotherapy with a low emetic risk. A 5-mg dose of olanzapine has been shown to be safe and effective when used in combination with a 5-HT3 receptor antagonist, an NK1 receptor antagonist, and dexamethasone in patients with high emetic risk [330]. For nausea and vomiting not related to chemotherapy, treatment with regular dosing of an antiemetic will help prevent subsequent episodes of the symptoms.

Assessment



A detailed history, physical examination, and review of the medication list are essential for planning effective management of nausea and vomiting. In talking with the patient, the clinician should ensure that the patient is actually experiencing nausea, as patients have used the term nausea to describe other feelings, such as pain, distention, abdominal discomfort, and early satiety [67,331]. The clinician should ask about the onset of the nausea, how frequently it occurs, if there are precipitating factors, and if there is a relationship to food intake. It may be helpful to ask the patient to rate the intensity of nausea on a scale similar to a pain scale (a 10-point numerical scale). Because the cause of nausea and vomiting is often multifactorial, a multidimensional assessment is beneficial, with particular attention paid to such other symptoms as pain, appetite, fatigue, depression, and anxiety. The physical examination should include evaluation for signs of cachexia or malnutrition, assessment of the abdomen for evidence of bowel obstruction, increased bowel sounds, and abdominal distention. A plain x-ray of the abdomen (e.g., kidney, ureters, bladder) may distinguish constipation with stool seen in the bowel from malignant bowel obstruction [331]. In addition, a neurologic examination should be done to determine if there are signs of increased intracranial pressure, papilledema, or autonomic insufficiency [67,331]. Diagnostic testing may include laboratory studies to rule out metabolic disorders, renal impairment, or liver failure, or radiographs of the abdomen to determine if there is obstruction.
Nausea and vomiting assessment often leads to no clear etiology or several possible causes [331]. Nausea is often not reported; patients should be asked if they have experienced nausea even if they have not vomited [246].

Management



Evidence-based guidelines for the management of nausea and vomiting unrelated to chemotherapy and radiation are lacking [332]. In addition, most studies of these symptoms and recommendations are related to the cancer setting. In general, experts have recommended that antiemetics be selected on the basis of the emetic pathway and the etiology of the nausea and/or vomiting, but systematic reviews have found that the evidence for recommendations is weak to moderate at best [206,328,329,332,333,334]. One systematic review found no evidence that the choice of antiemetic according to etiology or multiple antiemetics was better than a single antiemetic [332].
Several classes of pharmacologic agents can be used to manage nausea and vomiting; the main classes used in the end-of-life setting are prokinetic agents, dopamine receptor antagonists, antihistamines, anticholinergics, 5-HT3 receptors, and corticosteroids (Table 15) [328,329,334]. A first antiemetic should be scheduled and titrated to efficacy, maximum recommended dose, or dose-limiting side effects. If a first drug does not adequately control nausea and vomiting, a second (and perhaps subsequent agents) with different receptor binding can be added in a stepwise manner [331]. Oral antiemetics are recommended unless the patient is vomiting or has symptomatic gastric stasis. Drugs that block several receptors (e.g., olanzapine) may be advantageous if the nausea and vomiting seems refractory [331].
Table 15: PHARMACOLOGIC MANAGEMENT OF NAUSEA AND VOMITING
	Drug Class	Drug	Typical Starting Dose and Frequency
	Prokinetic agents	Metoclopramide	10–20 mg PO/IV/SC, every 6 to 8 hours
	Dopamine antagonists	Haloperidol	0.5–1.5 mg PO/IV/SC every 6 to 8 hours
	Prochlorperazine	5–10 mg PO every 6 hours
	Chlorpromazine	10–25 mg PO/IV every 4 to 6 hours
	Olanzapine	5–10 mg PO daily
	Levomepromazine	6.25–25 mg SC twice daily
	Antihistamines	Promethazine	25 mg PO 4 to 6 hours
	Anticholinergics	Hyoscine hydrobromide	0.1–0.4 mcg PO/IV/SC every 4 hours
	5-hydroxytryptamine type 3 receptor antagonists	Ondansetron	4–8 mg PO/IV 1 or 2 times daily
	Granisetron	1 mg twice daily
	Dolasetron	200 mg daily
	Palonosetron	0.25 mg IV daily
	Mirtazapine	15–45 mg PO, every night
	Corticosteroids	Dexamethasone	4–8 mg daily
	PO = orally, IV = intravenously, SC = subcutaneously.


Source: [187,206,329]


The prokinetic agent metoclopramide (Reglan) has been recommended as a first-line treatment because of its central and peripheral actions and its effectiveness for many chemical and undetermined causes of nausea [206,246,328,331]. The drug should be used with caution in patients with heart failure, diabetes, and kidney or liver disease; the dose should be reduced by 50% for older patients and those with moderate-to-severe renal impairment [329,331]. Chronic use of prokinetic agents and dopamine receptor antagonists may be associated with the development of tardive dyskinesia, especially in frail, elderly patients [187]. Octreotide (Sandostatin), dexamethasone, and hyoscine hydrobromide (Scopolamine) are recommended for bowel obstruction [92,328,329,331,332]. Ondansetron (Zofran) has been suggested for chronic nausea, but in September 2011, the FDA issued a safety announcement about the drug, noting that it may increase the risk of QT prolongation on electrocardiogram. [329,335]. In 2012, the FDA updated the safety information specifically for the 32-mg IV dose of the drug, and the manufacturer subsequently announced changes to the drug label removing this dose [336]. Haloperidol (Haldol) is recommended for uremia-induced nausea in people with end-stage chronic kidney disease [214]. Dexamethasone is used for nausea and vomiting related to increased intracranial pressure and, although the evidence is limited, it is also used as second-line treatment for intractable nausea and vomiting and as an adjuvant antiemetic [246,328,329]. Olanzapine (Zyprexa), an atypical antipsychotic, has also been effective for nausea that has been resistant to other traditional antiemetics, as well as for opioid-induced nausea [337]. A benzodiazepine (such as lorazepam [Ativan]) may be of benefit if anxiety is thought to be contributing to nausea or vomiting [329].
In addition to pharmacologic management of nausea and vomiting, other supportive approaches include maintenance of oral hygiene, regular baths to reduce unpleasant odors, and small meals at regular intervals [206,246]. Cold foods may be better tolerated than hot foods because of decreased smells.


ANOREXIA AND CACHEXIA



The symptoms of anorexia and cachexia often occur in tandem. While anorexia encompasses decreased appetite and food intake, cachexia is defined as physical wasting with loss of skeletal and visceral muscle mass accompanied by asthenia and autonomic failure. The two conditions are often linked by the term "anorexia-cachexia syndrome," but the exact relationship between the two conditions is unclear [338]. For example, decreased food intake may lead to weight loss, but the body wasting of cachexia is not solely the result of decreased intake [339]. "Wasting" is often used as a synonym for cachexia, but wasting indicates weight loss due to inadequate nutritional intake, whereas cachexia refers to a loss of lean body mass resulting metabolic derangement rather than nutritional deficiency [340]. Complications of cachexia include asthenia (weakness), hypoalbuminemia, emaciation, and immune system impairment [310].
Cachexia is associated with a poor prognosis in many life-limiting diseases. In fact, unintentional, progressive weight loss of more than 10% of body weight over the past six months, with an albumin level less than 2.5 mg/dL is a prognostic indicator for hospice referral [76]. Despite this relationship between cachexia and poor prognosis, the condition is under-recognized and underdiagnosed [341].
Cachexia has also been challenging to define. The lack of an operational definition led to a consensus conference at which a definition was crafted [339]. This definition joins others for disease-specific cachexia (Table 16). The diagnosis and management of anorexia/cachexia has been studied the most in the settings of cancer and HIV infection.
Table 16: DEFINITIONS AND DIAGNOSTIC CRITERIA FOR CACHEXIA
	Condition	Definition and/or Diagnostic Criteria
	All patients with chronic disease	
            Cachexia is a complex metabolic syndrome associated with underlying illness and characterized by loss of muscle with or without loss of fat mass.
Chronic disease AND
Loss of body weight of 5% or more within the past 3 to 12 months AND
Presence of at least three of the following:


            	Reduced muscle strength
	Fatigue
	Anorexia
	Low fat-free mass index
	Abnormal inflammatory marker levels, anemia, or low albumin level



          
	Cancer cachexia	A multifactorial syndrome defined by an ongoing loss of skeletal muscle mass (with or without loss of fat mass) that cannot be fully reversed by conventional nutritional support and leads to progressive functional impairment. Its pathophysiology is characterized by a negative protein and energy balance driven by a variable combination of reduced food intake and abnormal metabolism.
	Cardiac cachexia	6% non-edematous, nonvoluntary weight loss over 6 months
	HIV-associated wasting	
            At least one of the following:

            10% unintentional weight loss over 12 months
7.5% unintentional weight loss over 6 months
5% body cell mass (BCM) loss within 6 months
Body mass index (BMI) <20 kg/m2
BCM <35% body weight AND BMI <27 kg/m2(men)
BCM <23% body weight AND BMI <27 kg/m2(women)


          


Source: [339,340,342,343,344]


Prevalence



Anorexia occurs in 21% to 92% of adults with life-limiting disease, with the highest rates found among patients with cancer [207,211,307]. Cachexia has been reported in 16% to 57%, again with the highest rates found among people with cancer [341].

Etiology



Across life-limiting diseases, anorexia may develop secondary to several other symptoms, such as fatigue, constipation, xerostomia, dysphagia, mucositis, and nausea. Endocrine disorders as well as psychological, social, and spiritual distress can diminish the desire to eat [187,345]. Changes in taste sensations (leading to food aversions), altered sense of smell, and early satiety have been common among people with cancer and anorexia [345,346].
Studies have shown that multiple factors contribute to cachexia. Abnormal metabolism is thought to lead to a negative protein and energy balance, with subsequent loss of muscle mass [201,339,342,343]. Inflammation, increased neurohormonal activity, insulin resistance, and increased muscle protein breakdown are often associated with cachexia [339,343,347]. The role these factors play in the development of cachexia may differ according to the underlying chronic condition.

Prevention



Preventive measures for anorexia include effective management of symptoms that are known to have a potential impact on the desire and/or ability to eat. No appropriate measures to prevent cachexia are available.

Assessment



Guidelines for assessing anorexia and cachexia have been developed for the cancer and HIV settings [310,348]. According to NCCN guidelines, assessment of anorexia and cachexia in patients with cancer include the following [310]:
	Determination of the rate and severity of weight loss
	Examination of the oral cavity (the mucous membranes, teeth, gingiva, and lips)
	Review of the medications list for drugs that interfere with intake
	Evaluation of symptoms that have the potential to interfere with eating and drinking
	Evaluation for endocrine abnormalities that may be an underlying cause
	Assessment of social and economic factors


The guidelines for the assessment of HIV-related wasting recommend the following [348]:
	Thorough and complete history and physical examination, with specific questions related to the patient's nutritional status, caloric intake, appetite, and gastrointestinal and physiologic functioning
	Measurements of body composition (considering the following factors: age, height, weight, ideal body weight, body cell mass (by bioelectrical impedance analysis), and body mass index
	Laboratory tests (plasma HIV RNA, CD4 cell count, free and total serum testosterone, and serum albumin and thyroid function (if clinically warranted)
	Psychosocial evaluation
	Dietary assessment



Management



Few evidence-based guidelines for the treatment of anorexia and cachexia are available, primarily because of the lack of studies on these under-recognized conditions and the still-emerging understanding of the causes of cachexia. The first step in managing anorexia is to treat symptoms that interfere with appetite and/or the ability to eat. In addition, nonpharmacologic interventions should be directed at improving enjoyment of food, increasing the sense of well-being, and enhancing a sense of normalcy in daily activities. The patient should be encouraged to try favorite foods, to eat small frequent meals, and to drink high-calorie nutritional supplements [310,347,349,350]. Other interventions include an exercise program, consultation with a nutritionist, swallowing evaluation, and psychiatric consultation (if it is determined that the patient has an eating disorder) [310]. For people with end-stage liver disease and an inadequate caloric intake, protein restriction (to prevent hepatic encephalopathy) should be avoided [201].
Two drugs are FDA approved as appetite stimulants for anorexia associated with life-limiting disease (Table 17). Megestrol acetate is FDA approved for the treatment of anorexia, cachexia, or unexplained weight loss in patients with AIDS [351]. It has become the most widely used drug for these indications for people with other life-limiting diseases, and a meta-analysis of data from studies (involving people with a variety of life-limiting illnesses) demonstrated that megestrol acetate was beneficial, especially with respect to improving appetite and weight gain in people with cancer [351]. Meta-analysis showed a benefit of megestrol acetate compared with placebo, particularly with regard to appetite improvement and weight gain in cancer, AIDS, and other underlying conditions. There was insufficient information to define the optimal dose, but higher doses were more related to weight improvement than lower doses. Side effects (e.g., edema, thromboembolic phenomena) and deaths were more frequent in patients treated with megestrol acetate compared with placebo [351]. Today, use of megestrol is limited due to the increased risk for thromboembolism. Dronabinol (Marinol), an oral cannabinoid, is FDA approved for anorexia associated with weight loss in people with AIDS [326]. Because of its effects, dronabinol should be used with caution for people with cardiac disorders, depression, or a history of substance abuse; people taking concomitant sedatives or hypnotics; and older individuals [326].
Table 17: PHARMACOLOGIC MANAGEMENT OF ANOREXIA AND CACHEXIA
	Drug	Dose Range	Findings	FDA Approval
	Megestrol acetate	200–600 mg/day	Increased appetite, food intake, and weight	For the treatment of anorexia, cachexia, or unexplained weight loss in patients with AIDS
	Dronabinol	2.5–20 mg, twice daily (before lunch and dinner)	Stimulated appetite and improved body weight	For anorexia associated with weight loss in people with AIDS
	Metoclopramide	10 mg, 3 times daily	Enhanced appetite in people with early satiety	For nausea and vomiting
	Recombinant human growth hormone	0.1 mg/kg SC at bedtime (max: 6 mg)	Increased lean body mass and improved physical endurance and quality of life among people with HIV-related cachexia	For HIV-related wasting or cachexia (with concomitant antiretroviral therapy)
	Oxandrolone (anabolic steroid)	5–20 mg/day	Increased body weight and lean body mass in cachexia related to HIV and COPD	Adjunctive therapy to promote weight gain after weight loss following extensive surgery, chronic infection, or severe trauma and for some patients without a definitive pathophysiologic cause of weight loss
	Ghrelin	Not defined	Increased lean body mass in people with end-stage renal disease, COPD, and heart failure	Not approved
	AIDS = acquired immune deficiency syndrome, COPD = chronic obstructive pulmonary disease, HIV = human immunodeficiency virus, SC = subcutaneous.


Source: [310,326,349,351,352,353,354,355,356]


In addition to appetite stimulants, metoclopramide, a drug approved for treatment of nausea and vomiting, is recommended for anorexia related to early satiety in people with cancer [310,349].
The treatment of cachexia is more challenging because its pathophysiology is poorly understood and because treatments may differ according to the life-limiting disease. According to the guidelines for cachexia related to cancer and HIV infection, management includes improving nutritional intake, treating disease-related causes of cachexia, treating anorexia, and addressing psychosocial or lifestyle issues [310,348].
Currently, there is no one treatment or combination of treatments that is effective for all patients with cachexia [350]. Increasing oral intake alone is not sufficient, and reversal of wasting may not always be possible; the goal should be to prevent or delay further wasting and functional decline [310,348,350]. As noted, the use of megestrol acetate is effective in increasing weight, but increased nutrition and weight are not sufficient to effectively manage cachexia, and more research is needed to identify agents to increase body mass and to define a multimodal strategy to stop and/or reverse wasting. These strategies may differ according to the underlying chronic disease.
Studies have indicated that recombinant human growth hormone (rhGH) significantly increases lean body mass and improved physical endurance and quality of life in people with HIV [352,353]. In addition, rhGH has shown benefit in cachexia related to pulmonary and cardiac disease [354]. Recombinant somatropin (Serostim) is approved for the treatment of people with HIV with wasting or cachexia; concomitant antiretroviral therapy is necessary [252]. The drug is contraindicated in active neoplasia [252].
The anabolic steroid oxandrolone (Oxandrin) is FDA approved as adjunctive therapy to promote weight gain after weight loss following extensive surgery, chronic infection, or severe trauma and for some patients without a definitive pathophysiologic cause of weight loss [252]. The drug has shown benefit in increasing body weight and lean body mass in cachexia related to HIV and COPD [355,356]. The drug is safe and well tolerated, but more studies are needed to determine its risk-benefit ratio before it can be used more widely [357].
Ghrelin has been evaluated for the treatment of cachexia, and its anti-inflammatory properties may address the proposed role of inflammation in the development of cachexia [358]. The results of small studies have demonstrated that ghrelin increases lean body mass in people with end-stage renal disease, COPD, and heart failure [354]. A 2018 systematic review found insufficient evidence to either support or refute the use of ghrelin for the treatment of cachexia [359]. Again, more research is needed before this agent can become part of clinical practice.
For people with a limited life expectancy (weeks to days), the clinician should provide education and emotional support to the patient, family, and/or caregiver regarding the natural history of anorexia and cachexia, and what to expect with disease progression. This can alleviate distress that sometimes leads to well-meaning but futile attempts to pressure or coerce the patient into increased feedings. It may be helpful to discuss with patient and family the following points in reference to end-of-life feeding [310]:
	Absence of hunger and thirst and the wish to suspend the effort required for feeding are part of the disease process itself, to be expected near the end of life.
	Nutritional support eventually will not maintain weight nor reverse weight loss.
	There are risks associated with artificial nutrition and hydration (e.g., fluid overload, infection, hastened death); intravenous feedings rarely improve outcomes.
	Symptoms like dry mouth should be treated with local measures.
	Discontinuing previously initiated enteral/parenteral nutrition near the end of life is appropriate, ethically permissible, and may improve some symptoms.




DIARRHEA



Diarrhea is characterized by the frequent passage of loose, watery stools, usually defined as more than three unformed stools within a 24-hour period [360]. Diarrhea is most often acute, lasting for a few days; diarrhea is chronic when it persists for more than three weeks [360]. Left unchecked, diarrhea can result in dehydration, electrolyte imbalance, and fatigue.
Prevalence



The prevalence of diarrhea among adults with life-limiting disease varies widely, ranging from 3% to 90%, with the highest rates reported among people with HIV infection or AIDS [211].

Etiology



The most frequent cause of diarrhea in patients receiving palliative care is overuse of laxatives and leakage around a fecal impaction [360]. Other common causes include infectious enteritis if acute onset or fever, and impact of underlying disease in people with HIV/AIDS or metastatic colorectal cancer. Diarrhea is also a side effect of many drugs, including antihypertensives, antacids containing magnesium, some NSAIDs, potassium supplements, quinidine, thiazide diuretics, retroviral agents, prokinetic agents (metoclopramide), and antibiotics [310,360].

Prevention



No appropriate measures to prevent diarrhea are available.

Assessment



A detailed history is the cornerstone of assessing patients for diarrhea. The condition is distressful, yet embarrassing, and direct questions should be asked because the patient may not be forthcoming about the symptom. The clinician should ask the patient about the onset of diarrhea, dietary habits, food intolerances, timing of diarrhea in relation to eating, and medications [360,361]. The patient should also describe bowel movements in terms of frequency, color, and consistency. If possible, a stool specimen should be evaluated.
If infectious diarrhea is suspected, a stool sample for culture and toxin assay should be evaluated to identify the causative organism [361,362]. Screening (stool antigen assay) for Clostridioides difficile enterocolitis should always be considered if diarrhea is indolent, unremitting, or recurrent, even if a history of recent antibiotic use is not obvious, as the screening test is simple and the treatment definitive.

Management



The American Gastroenterological Association developed guidelines for the treatment of chronic disease in the general clinical setting, but no specific guidelines are available for the management of diarrhea in palliative care [362].
Treatment of an underlying condition is the optimal approach to managing diarrhea. The clinician should review the medication list and discontinue or reduce the dose of any medication that may be the cause [360,361].
Nonpharmacologic approaches to managing diarrhea include avoiding gas-forming and bulky foods, hot spices, fats, alcohol, and milk until diarrhea is controlled. The patient should be encouraged to drink plenty of fluids to avoid dehydration; beverages with added electrolytes, such as sports drinks, can help maintain proper electrolyte balance.
Pharmacologic management includes the use of bulk-forming agents, adsorbents, and opioids [361]. Kaolin and pectin (Kaopectate), available over the counter, is a combination of adsorbent and bulk-forming agents. However, it provides modest relief and it may take up to 48 hours to be effective [361]. Loperamide (Imodium) is the drug of choice for diarrhea because its side effect profile is better than that for codeine or diphenoxylate (Lomotil) [361]. The initial dose of loperamide is 4 mg, with an additional 2 mg after each loose stool [361]. The package insert for loperamide notes that the maximum daily dose in a 24-hour period is 16 mg, but doses of up to 54 mg a day have been used as part of palliative care with few adverse events [361]. Octreotide has been effective for profuse secretory diarrhea associated with HIV infection and can be used to treat refractory diarrhea [361]. The use of octreotide for diarrhea in the palliative setting is usually off-label, as the drug is FDA approved for the treatment of diarrhea and flushing associated with metastatic carcinoid tumors [247]. Octreotide is administered as a continuous subcutaneous infusion at a rate of 10–80 mcg/hr until improvement of symptoms [361]. Infectious diarrhea should be treated with an appropriate antibiotic. A systematic review found probiotic agents to be of benefit in the management of acute infectious diarrhea [363]. An update to that review could not confirm whether probiotic agents reduce the duration of diarrhea [364].


INSOMNIA



As defined, insomnia refers to a variety of sleep disturbances, including difficulty falling asleep and difficulty staying asleep (insufficient amount of sleep or frequent awakenings), that results in impaired function during the day [365]. The most frequent type of insomnia among people at the end of life is difficulty staying asleep, primarily because of pain [366]. A lack of sufficient sleep affects the quality of life by contributing to daytime fatigue and weakness, exacerbating pain, and increasing the potential for depression. Family members also become distressed when the patient is unable to sleep, which, in turn, may increase the burden on caregivers.
Prevalence



Insomnia is common among the general population, and rates reported for adults with life-limiting disease are even higher, ranging from 9% to 83% [201,207,211,367]. The highest rates have been found among patients with end-stage renal disease [211].

Etiology



The primary difference between insomnia in the general population and in people with life-limiting diseases is that insomnia in the latter group is usually secondary to the life-limiting disease or its symptoms [366]. Overall, uncontrolled pain is the most common contributor to the inability to sleep well [366,367]. Other common physical symptoms such as dyspnea, nocturnal hypoxia, nausea and vomiting, pruritus, and hot flashes are also causes of insomnia. Restless legs syndrome may be a substantial contributor to the disruption of sleep among persons with end-stage renal disease [210,310,368,369].
In addition, many psychological conditions associated with a life-limiting disease can cause insomnia; depression, anxiety, delirium, spiritual distress, and grief can make it difficult to fall or remain asleep [366]. Insomnia is a side effect of many drugs, most notably corticosteroids, antidepressants, decongestants, opioids, and some antiemetics [310,365,370]. Patients also may have difficulty sleeping because of disruptions in the normal sleep-wake cycle that result from inactivity and napping during the day. Lastly, stimulants, such as caffeine, and alcohol may keep patients from falling asleep easily.

Prevention



Adequate relief of pain and other symptoms is the mainstay of preventing insomnia. The most effective preventive measure is limiting the amount of time in bed during the day and restricting the amount of daytime sleep [366]. Encouraging patients to increase activity during the day, as tolerated; to adhere to a regular schedule with limited naps; and to avoid caffeine and alcohol in the afternoon and evening can help lead to more healthy sleep patterns.

Assessment



Few patients with life-limiting diseases report insomnia, and few clinicians pursue sleep symptoms in their patients [366]. Clinicians should obtain a sleep history from all patients, following guidelines developed by the American Academy of Sleep (Table 18) [365]. The Epworth Sleepiness Scale has been recommended as an assessment tool [310,371].
Table 18: QUESTIONS TO OBTAIN A SLEEP HISTORY
	
            What is your primary problem with sleep: difficulty falling asleep, waking up frequently during the night, and/or poor quality of sleep?
When did your sleep problems begin?
How often do you have trouble sleeping (every night, most nights)?
Have you ever taken any medication for sleep problems in the past? If so, what did and did not help?
What do you do before you go to bed?
What is your bedroom environment like?
How do you feel (physically and emotionally) in the evening?
What is your average sleep-wake schedule?
How long does it typically take you to fall asleep?
What factors make it longer for you to fall asleep?
What factors shorten your sleep?
How often do you awaken during the night?
When you awaken during the night, how long are you awake?
Do you have symptoms that cause you to awaken during the night?
What do you do to try to fall back asleep after awakening during the night?
How many hours do you sleep each night (on average)?
Do you nap during the day? If so, how often and for how long?
Do you feel sleepy during the day?
How do your sleep problems affect you during the day? Do you have mood disturbances? Feel confused? Feel like your symptoms are worse?


          


Source: [365]


Clinicians should evaluate patients physically as well as psychologically for signs and symptoms that have been identified as contributors to sleep disturbances.

Management



The American Academy of Sleep has developed an evidence-based guideline for the evaluation and management of chronic insomnia in adults and a practice parameter for the psychological and behavioral treatment of insomnia, but neither offers specific guidelines for managing insomnia at the end of life [365,372]. Nonpharmacologic interventions should be implemented first, with pharmacologic therapy added to the treatment plan if these interventions are not effective [366]. Optimizing sleep habits can be useful, especially if they are begun early in the course of the disease.
The nonpharmacologic approaches used to prevent insomnia are also the primary management strategies. Among the recommended behavioral strategies are the following [365,372]:
	Stimulus control therapy: Training the patient to reassociate the bed and bedroom with sleep and to re-establish a consistent sleep-wake cycle
	Relaxation training: Progressive muscle relaxation and reducing thoughts that interfere with sleep
	Sleep restriction: Limiting the time spent in bed to time spent sleeping


Cognitive behavioral therapy has also been reported to be effective when used in combination with behavioral interventions [365,372]. No nonpharmacologic strategy has been found to be superior to another [372]. These interventions are effective and recommended for older individuals and can also be effective for people with life-limiting disease when strategies are individualized according to the patient [366,372].
Several drugs have been approved by the FDA for the treatment of insomnia; the classes of these drugs are sedative-hypnotics and benzodiazepines (Table 19). In addition, antidepressants and antihistamines are often used for insomnia, but this use is off-label.
Table 19: PHARMACOLOGIC MANAGEMENT OF INSOMNIA
	Drug	Typical Dosea	Comments
	Sedative-Hypnotics (FDA approved for insomnia)
	Zolpidem	5–20 mg	Useful for sleep-onset insomnia; lower dose should be used for older or debilitated individuals or those with impaired hepatic function
	Zaleplon	5–20 mg	Useful for sleep-onset insomnia; lower dose should be used for older or debilitated individuals, patients with impaired hepatic function, and patients taking cimetidine
	Eszopiclone	1–3 mg	Has favorable side-effect profile in older individuals, though a lower dose should be used for debilitated individuals; FDA approved for long-term use
	Benzodiazepines (FDA approved for insomnia)
	Flurazepam	15–30 mg	Lower dose should be used for female, older, or debilitated individuals; long-acting effect increases risk of daytime drowsiness
	Estazolam	0.5–2 mg	Lower dose should be used for older or debilitated individuals
	Temazepam	7.5–30 mg	Lower dose should be used for older or debilitated individuals
	Triazolam	0.125–0.25 mg	Lower dose should be used for older or debilitated individuals
	Quazepam	7.5–15 mg	—
	Melatonin Receptor Agonists (FDA approved for insomnia)
	Ramelteon	8 mg	Useful for sleep-onset insomnia; FDA approved for long-term use
	Orexin Receptor Agonists (FDA approved for insomnia)
	Suvorexant	10–20 mg	Adjust dose with concomitant use of CYP3A inhibitors
	Antidepressants (Not FDA approved for insomnia)
	Trazodone	50–150 mg	—
	Amitriptyline	10–100 mg	—
	Antidepressants (FDA approved for insomnia)
	Doxepin	3–6 mg	Useful for difficulty with sleep maintenance
	Nonprescription (FDA approved for occasional insomnia)
	Diphenhydramine	25–50 mg	For occasional use only
	aDoses are given as guidelines; actual doses should be determined on an individual basis.


Source: [252,365,373]


Among sedative-hypnotics, zolpidem (Ambien) is a short- to intermediate-acting drug used primarily for sleep-onset insomnia [365,373]. Zolpidem is recommended by the NCCN for insomnia as part of palliative care for people with cancer [310]. Another sedative-hypnotic, eszopiclone (Lunesta), is intermediate-acting and is one of only three insomnia medications approved by the FDA for long-term use [373].
There is a limited number of studies regarding the use of benzodiazepines in palliative care [374]. However drugs in this class are the most commonly used drugs for the treatment of short-term insomnia in people with life-limiting disease [366]. Benzodiazepines are effective in decreasing the time needed to fall asleep as well as the likelihood of waking up during the night [366,373]. Their use should be short term, as their long-term efficacy has not been clearly defined, although this issue is not as important for patients with a limited life expectancy [366]. Lorazepam (Ativan) is a recommended drug for insomnia in people with cancer [310]. The long-acting effect of flurazepam (Dalmane) may be of benefit for some patients [366].
The antidepressant trazodone (Desyrel) is the preferred antidepressant for insomnia (although it is not FDA approved for this indication) [252,366]. It is the drug of choice among tricyclic antidepressants because of its shorter half-life and its milder anticholinergic side effects [366]. Antidepressants are especially useful for people who have anxiety or depression.
The most recently (2019) FDA-approved drug for insomnia is lemborexant (DayVigo), an orexin receptor antagonist [252]. The first approved drug of this class, suvorexant (Belsomra), received FDA approval in 2014 [252]. These agents support sleep through inhibition of orexin A and B, which are neuropeptides that promote wakefulness [252,375]. Another drug is ramelteon (Rozerem), a melatonin receptor agonist. This drug is short acting and used primarily for sleep-onset insomnia [252,373]. Ramelteon is FDA approved for long-term use [365].
For insomnia related to restless legs, a systematic review showed that dopamine agonists are effective, with cabergoline (Dostinex) and pramipexole (Mirapex) often having a greater efficacy than levodopa (L-Dopa) [376].
Barbiturates are not recommended for insomnia because of the rapid development of tolerance [366]. Two supplements promoted for sleep enhancement—melatonin and valerian—have not been shown to be effective for managing insomnia [366,377].
Several factors must be considered when treating older patients with insomnia. For example, it has been recommended that benzodiazepines be avoided in older individuals because of side effects such as increased risk for falls, confusion, and "hangover" [373]. However, these side effects must be considered in light of an individual's particular situation and weighed against the benefits [366,373]. Eszopiclone and ramelteon have been studied in older individuals and have a favorable side-effect profile for that population [373]. Lower doses are often recommended for older individuals [365].


DELIRIUM



Delirium is a disturbance of attention and awareness with reduced ability to direct, focus, sustain, or shift attention, as well as changes in cognition (e.g., disorientation, memory deficit, language impairment) [378]. Patients may seem confused or be restless, agitated, or combative. Delirium is often difficult to recognize because it shares diagnostic features with other symptoms, especially dementia and depression. As a result, delirium is often unrecognized or misdiagnosed and consequently inappropriately treated or not treated [379]. Delirium is classified into three clinical subtypes: hypoactive, hyperactive, and mixed [380]. Hypoactive delirium is characterized by lethargy, reduced awareness of surroundings, sedation, and psychomotor retardation, whereas hyperactive delirium is characterized by agitation, restlessness, hallucinations, hypervigilance, and delusions [380]. In the palliative care setting, about half of patients with delirium will have the hypoactive subtype [380,381].
Delirium can be extremely distressful for the patient and even more so for family members. The healthcare team can help alleviate family members' distress by educating them about the nature and cause of the syndrome and the potential for reversal. Encouraging them to participate in nonpharmacologic interventions may also help to provide a positive experience.
Prevalence



The prevalence of delirium among adults in hospice or receiving palliative care ranges from 28% to 80%, occurring most frequently among patients with cancer [382,383]. Terminal delirium is a distinct entity that occurs within the last days or hours of life, and it is estimated to occur in 80% of dying patients [384].

Etiology



Many factors may cause delirium, and although the cause is usually multifactorial, often no cause is found [385]. In one comprehensive review, the primary contributor to delirium was unrelieved pain [386]. Delirium is also often caused by medications, including several that are used in the end-of-life setting, such as opioids, corticosteroids, benzodiazepines, and NSAIDs, or the sudden withdrawal from alcohol or drugs (particularly benzodiazepines) upon admittance to a hospital or hospice [310,383,384]. In addition, age, cognitive deficits, impaired vision/hearing, emotional stress, depression, and comorbidities are predisposing factors of delirium [381,384].

Prevention



Because of the substantial influence of unrelieved pain, adequate pain management can help prevent delirium. Prevention strategies are directed at minimizing precipitating factors, which include a high number of medications (more than six), dehydration, decreased sensory input, psychotropic medications, and a change in environment.

Assessment



The diagnosis of delirium relies on identifying its two features: cognitive impairment and deficits in attention; these features can be assessed with the Mini-Mental State Examination [384]. The Confusion Assessment Method (CAM) is considered to be the gold standard for distinguishing between delirium from other causes of altered mental status, and other tools to evaluate delirium include the Delirium Rating Scale, the Delirium Symptom Interview, and the Memorial Delirium Assessment Scale [384]. Communication with the healthcare team and family is vital in assessing the patient to help determine the onset and course of delirium as well as signs indicative of the syndrome. Some specific ways to help determine if a patient has delirium include [380]:
	Ask the patient "Do you feel 100% awake?" If they do not, ask "How awake do you feel?"
	Evaluate whether the patient is easily distracted.
	Test registration and immediate recall.
	Assess psychomotor disturbances by noting whether the patient is restless and agitated or slow and hypoactive.
	Ask the patient if he or she is seeing or hearing strange things.
	Ask the patient to state the days of the week or months backward, or to give a span of numbers frontward and backward.
	Ask the patient open-ended questions, and listen for incoherent speech or tangential thought processes.


Clinical assessment and physical examination should also be directed at ruling out underlying causes, such as infection or metabolic abnormalities, and the medication list should be reviewed carefully [310,384].

Management



The treatment of an underlying cause, if identified, is a key step in managing delirium. Whether delirium can be reversed depends on the cause. Delirium caused by psychotropic medications, dehydration, or hypercalcemia is more likely to be reversible than delirium caused by hypoxia, metabolic abnormalities, or nonrespiratory infections [380,387].
Several nonpharmacologic interventions have been successful in preventing and managing delirium (Table 20) [310,380,382,384]. If delirium is refractory to nonpharmacologic measures, medications may be prescribed. Level 1 evidence supports the use of haloperidol and chlorpromazine (Thorazine) (typical antipsychotics), and these drugs have the advantage of being available in formulations that allow for multiple routes of administration and of being the most cost-effective [310,380]. Several systematic reviews have been done to determine the efficacy of antipsychotics for delirium, and although each review has identified only a few well-designed trials, the results have supported the continued use of these drugs (Table 21) [380,384,388,389,390]. One of these reviews focused on patients with terminal illness; the review identified only one small study (30 subjects) eligible for analysis; haloperidol and chlorpromazine were equally effective, but the risk for cognitive impairment was slightly greater with chlorpromazine [388]. A 2020 update to this review included four studies with 399 participants, most with advanced cancer or advanced AIDS and mild- to moderate-severity delirium [391]. The reviewers found no high-quality evidence to either support or refute the use of drug therapy for delirium symptoms in terminally ill adults. Low-quality evidence indicates that risperidone or haloperidol may slightly worsen delirium symptoms compared with placebo, and moderate- to low-quality evidence indicates that these two agents may slightly increase extrapyramidal adverse events for patients with mild- to moderate-severity delirium [391]. In the other reviews, the efficacy of haloperidol was found to be similar to that of olanzapine, risperidone (Risperdal), and quetiapine (Seroquel) (atypical antipsychotics) [389,390]. In two small nonrandomized studies—one involving hospitalized patients with cancer—aripiprazole (Abilify) was safe and effective for the treatment of delirium, especially the hypoactive subtype [392,393]. Mild-to-moderate delirium can be managed with low oral doses of antipsychotics, titrating the dose to optimum relief; higher doses can be used for severe delirium [310,384]. For older patients and those with multiple comorbidities, treatment should begin with lower doses and titration should be slow [380]. Factors to consider when selecting a drug include the side-effect profile, the patient's age and baseline mental status, the time to response, and the subtype of delirium [380]. There is no recommendation regarding the use of other drug classes for delirium in palliative care (e.g., α-2 receptors agonists, cholinesterase inhibitors, melatonergic drugs, psychostimulants) [382].
Table 20: NONPHARMACOLOGIC TREATMENT OPTIONS FOR DELIRIUM
	
            Review all medications; discontinue any unnecessary ones and replace those with a high likelihood of delirium as a side effect.
Rotate opioids or lower the opioid dose.
Provide orienting cues (e.g., calendar, clock, familiar objects) in the patient's room.
Encourage family to sit with the patient.
Encourage activities that are cognitively stimulating (e.g., word puzzles).
Ensure good sleep hygiene.
Minimize noise and interventions at bedtime.
Encourage patient to get out of bed as much as possible.
Provide visual and hearing aids, if appropriate.
Monitor for dehydration.
Minimize use of devices/equipment that are immobilizing (e.g., catheter, intravenous lines).


          


Source: [310,380,382,384]


Table 21: PHARMACOLOGIC OPTIONS FOR DELIRIUM IN PALLIATIVE CARE
	Drug	Dose Range	Routes of Administration	Comments
	Haloperidol	0.5–2 mg every 2 to 12 hours	PO, IV, IM, SC	Considered to be first-line treatment.
	Chlorpromazine	12.5–50 mg every 4 to 6 hours	PO, IV, IM, SC, PR	Has more sedative effect than haloperidol, thus is preferred for patients with agitation.
	Olanzapine	2.5–5 mg every 12 to 24 hours	PO	Sedation has been a dose-limiting effect; poorer response has been associated with older age, pre-existing dementia, and hypoactive subtype.
	Risperidone	0.25–1 mg every 12 to 24 hours	PO	Response may be better with hypoactive subtype; orthostatic hypotension is possible adverse effect.
	Quetiapine	12.5–100 mg every 12 to 24 hours	PO	Sedation and orthostatic hypotension are possible adverse effects.
	Aripiprazole	5–30 mg every 24 hours	PO	Response may be better with hypoactive subtype.
	Lorazepam	0.5–2 mg every 2 to 4 hours	IV, SC	May be added to treatment with haloperidol if agitation is refractory to high doses.
	PO = orally, IV = intravenously, IM = intramuscularly, SC = subcutaneously, PR = rectally.


Source: [310,380,382,384,388,389,390]


The goal of treatment is to reach patients' baseline mental state, not to sedate them, and patients should be reassessed frequently until this goal is met [384]. If agitation is refractory to high doses of haloperidol, the antipsychotic lorazepam may be helpful [310,384]. Encouraging supportive caregiver presence at the bedside is recommended as a useful adjunct for managing delirium [310]. The management of delirium may also include providing support to family, to help them cope with the condition [310,384]. The management of terminal delirium will be discussed later in this course.



4. PSYCHOSOCIAL CARE



The natural initial reaction to illness that threatens life expectancy is emotional, and patients and their families experience a wide range of emotions, including disbelief, anger, fear, and sadness. Over time, these emotions broaden; patients may feel isolated and lonely, anxious about the burden on their family, or hopeless. Patients expect, or hope, that the healthcare professional in attendance will pay attention, listen carefully, and provide comfort. Beyond personal issues raised for the patient, family members may have guilt about their own well-being, anxiety about the future, and grief about the loss of their loved one. Practical issues such as the cost of care and loss of income from the patient and/or caregiver can add substantially to the feelings of stress.
The prevalence of psychological suffering is high during the last year of life, and addressing this aspect of care is integral to the patient's overall comfort and quality of life. Anxiety and depression are the most common psychological symptoms at the end of life, yet they are among the most underdiagnosed and untreated symptoms [67,394]. Psychological suffering exacerbates pain and other symptoms, limits the patient's capacity for pleasurable activities, and causes distress for both the patient and the family [206,395].
The term "distress" has become standard to describe the psychological suffering experienced by patients with life-limiting disease. The NCCN notes that the word "distress" is more acceptable and is associated with less stigma than words such as "psychosocial" or "emotional" [396]. In its guidelines on distress management, the NCCN defines distress as existing "along a continuum, ranging from common normal feelings of vulnerability, sadness, and fears to problems that can become disabling, such as depression, anxiety, panic, social isolation, and existential and spiritual crisis" [396]. According to a study of patients in a palliative care program, the answers to the question "What bothers you most?" included [216]:
	Emotional, spiritual, existential, or nonspecific distress (16%)
	Relationships (15%)
	Concerns about the dying process and death (15%)
	Loss of function and normalcy (12%)


Patients at increased risk of distress include individuals with a history of psychiatric disorder, substance abuse, or depression/suicide attempt; with cognitive impairment or communication barriers; with severe comorbid conditions; and with spiritual/religious concerns. Other factors that predispose a patient to distress include rapidly progressing disease, unrelieved pain, and uncontrolled symptoms [206]. Those who live alone, younger individuals, and dependent children are also at increased risk [396]. Gender and sexual minority patients with life-limiting diseases often have distinct sources of suffering [67]. These patients may be disenfranchised from their families or have been subjected to social stigma, leading to fears of abandonment and isolation. In some instances, spiritual crises may be the result of guilt and shame from past behaviors. Many patients with HIV/AIDS have suffered through the loss of loved ones to the same disease, some of whom may have been part of the individual's defined family and network of social support.
As with physical symptoms, assessment of distress and the psychosocial and spiritual well-being of the patient must be ongoing, as changes occur over time [6,67]. In addition, worsening symptoms and disease progression can affect patients' coping mechanisms [227]. One study found significant correlations between the will to live and existential, psychological, and social sources of distress. In that study, hopelessness, burden to others, and dignity were the variables with the most influence [397]. Other studies have consistently shown that psychosocial suffering has a stronger association than pain with a desire to hasten death [398,399,400,401,402,403].
How a patient responds to his or her disease and care is strongly influenced by attitudes and values learned through family interactions, and social workers should evaluate the patient and family to assess psychosocial as well as practical problems and recommend and/or carry out interventions [6,396]. For many patients, the primary concern about their illness is its impact on the family. The need for palliative care raises issues regarding power, structure, and roles among the patient and his or her family [67]. The impact of a life-limiting disease and the ensuing care threatens the structure and integrity of the family, as family roles are reassigned, the rules of daily living are altered, and methods of problem-solving are revised. Families vary in their ability to adapt to such restructuring, and dysfunction can result from either limited or excessive adaptation. At one end of this spectrum, family members have difficulty breaking away from coping mechanisms, even though they are ineffective. At the other end of the spectrum, family members continually try new coping strategies to meet each crisis, resulting in chaos [67]. Both types of dysfunction can lead to increased demands on the healthcare team and can interfere with the delivery of appropriate care.
ANXIETY



Anxiety is a feeling of fear, apprehension, and dread. The patient feels uneasy, insecure, and uncertain about the future. Often, the patient is not able to identify the source of anxiety, but it can be related to any number of physical, psychological, social, spiritual, or practical issues common during the end of life.
Prevalence



Severe anxiety varies widely among adults with life-limiting disease, ranging from 8% to 79%, with the highest rate among patients with cancer [211].

Etiology



One of the primary causes of anxiety is inadequate pain relief. Anxiety may also be the result of a patient's overwhelming concern about his or her illness, the burden of the illness on the family, and the prospect of death. In addition, anxiety is a potential side effect of many medications, including corticosteroids, metoclopramide, theophylline, albuterol, antihypertensives, neuroleptics, psychostimulants, antiparkinsonian medications, and anticholinergics. Lastly, withdrawal from opiates, alcohol, caffeine, cannabis, and sedatives can result in anxiety, particularly in the first few days of admission [404].

Prevention



Effective pain management is the best way to prevent anxiety. Also, educating the patient and the family about what to expect over the course of the illness and providing adequate psychological and spiritual support can help comfort the patient, thereby preventing anxiety.

Assessment



Family members and friends may be able to provide information about the level of anxiety experienced by the patient currently and in past situations. All members of the healthcare team should evaluate the patient and the clinical record for reversible causes of anxiety, such as those caused by medications or withdrawal syndromes, and should try to distinguish anxiety from delirium, depression, or bipolar disorder [405,406].
Anxiety manifests itself through physical as well as psychological and cognitive signs and symptoms. These signs and symptoms include dyspnea, paresthesia, tachycardia, chest pain, urinary frequency, pallor, restlessness, agitation, hyperventilation, insomnia, tremors, excessive worrying, and difficulty concentrating.

Management




Evidence Based Practice Recommendation

According to the Institute for Clinical Systems Improvement,
            short-term psychotherapy modalities (e.g., dignity therapy) can provide reduction in
            depression and anxiety symptoms at the end of life.
https://www.icsi.org/wp-content/uploads/2021/11/PalliativeCare_6th-Ed_2020_v2.pdf

             Last Accessed: October 14, 2024
Level of Evidence: Expert
            Opinion/Consensus Statement


Nonpharmacologic approaches are essential for managing anxiety, and the addition of pharmacologic treatment depends on the severity of the anxiety [67,407]. Effective management of pain and other distressing symptoms, such as constipation, dyspnea, and nausea, will also help to relieve anxiety. If the anxiety is thought to be caused by medications, they should be replaced by alternate drugs. Other strategies include psychological support that allows the patient to explore fears and concerns and to discuss practical issues with appropriate healthcare team members. Relaxation and guided imagery may also be of benefit [408]. A consult for psychological therapy may be needed for patients with severe anxiety.
When pharmacologic management is deemed necessary, benzodiazepines are generally preferred, and administration on an as-needed basis is usually sufficient [67]. Neuroleptics and tricyclic antidepressants may also be effective (Table 22). For all medications, the initial dose should be low and subsequently titrated to produce the desired effect within the level of tolerance. Benzodiazepines should be given with caution in older patients, as these drugs may harm memory or cause confusion and agitation in patients who have cognitive impairment [409].
Table 22: PHARMACOLOGIC MANAGEMENT OF ANXIETY AND DEPRESSION
	Condition	Drug Class, Drugs	Typical Starting Oral Dosea	Titration Recommended	Maximum Daily Dose	Comments
	Anxiety	Benzodiazepines
	Lorazepam	0.5–2 mg, every 1 to 6 hours	May titrate upward	—	First choice
	Diazepam	2.5–10 mg, every 3 to 6 hours	May titrate upward	—
	Midazolam	2–10 mg/day (SC)	May titrate upward	—
	Clonazepam	0.5–1.0 mg, 3 times per day	May titrate upward 4 mg	—
	Neuroleptics
	Haloperidol	0.5–4.0 mg, every 4 to 6 hours	May titrate upward	—	—
	Thioridazine	10 mg, 3 times per day	May titrate upward	—	—
	Tricyclic Antidepressant
	Imipramine	10–25 mg, 3 times per day	May titrate upward	—	—
	Depression	Selective Serotonin Reuptake Inhibitors
	Fluoxetine	20 mg/day	Increase by 10 mg every 1 to 2 weeks	20–60 mg	First choice when immediate onset not needed (onset at 4 to 6 weeks)
	Paroxetine	10 mg/day	Increase by 10 mg every 1 week	10–50 mg
	Sertraline	50 mg/day	Increase by 25 mg every 1 week	50–150 mg
	Escitalopram	10 mg/day	—	20 mg
	Venlafaxine	18.75 mg/day	Increase by 75 mg every 1 week	75–225 mg
	Tricyclic Antidepressants
	Amitriptyline	25 mg/day	Increase by 25 mg every 1 to 2 days	50–150 mg	Less useful because of side effects; slow onset of action (3 to 6 weeks)
	Nortriptyline	25 mg/day	50–150 mg
	Desipramine	25 mg/day	50–150 mg
	Doxepin	25 mg/day	50–200 mg
	aDoses are given as guidelines; actual doses should be determined on an individual basis.


Source: [67,206,227,410]




DEPRESSION



Depression is linked to many other symptoms, especially pain, and is a primary source of suffering. Depression in patients with life-limiting disease is a challenge to identify, as feelings of sadness, helplessness, and hopelessness are a typical reaction to the situation [206,408]. Depression is more likely when sadness and/or hopelessness is overwhelming or pervasive and is accompanied by a sense of despair [408,411]. Early diagnosis is essential for effective treatment and relief of other symptoms.
Prevalence



The prevalence of depression varies widely among adults with life-limiting diseases, ranging from 3% to 82%, with the highest rate among patients with HIV/AIDS and end-stage liver disease [201,211].

Etiology



Unrelieved pain is one of the primary risk factors for depression. Other causes within the physical domain include metabolic disorders (hyponatremia or hypercalcemia), lesions in the brain, insomnia, or side effects of medications (corticosteroids or opioids). Many patients with heart failure have comorbidities and polypharmacy, both of which can increase the risk of depression [412,413]. Psychosocial causes include despair about progressive physical impairment and loss of independence, financial stress, family concerns, lack of social support, and spiritual distress.

Prevention



Adequate management of pain, attention to psychosocial and spiritual well-being, and early referral for mental health or pastoral counseling are the best strategies to prevent depression.

Assessment



The diagnosis of depression is complicated, as the usual somatic signs of depression—anorexia, sleep disturbances, weight loss, and fatigue—are often symptoms related to the underlying disease or part of the constellation of symptoms experienced by patients with life-limiting disease [227]. Because of this, assessment should focus on psychological and cognitive symptoms, such as:
	Persistent dysphoria
	Loss of pleasure in activities
	Frequent crying
	Loss of self-esteem
	Sense of worthlessness
	Excessive guilt
	Pervasive despair
	Thoughts of suicide



Evidence Based Practice Recommendation

It is important to differentiate grief from depression. Grieving can
            be an appropriate response to loss, but if the symptoms persist, the Institute for
            Clinical Systems Improvement recommends that depression be considered.
https://www.icsi.org/wp-content/uploads/2021/11/PalliativeCare_6th-Ed_2020_v2.pdf

             Last Accessed: October 14, 2024
Level of Evidence: Expert
            Opinion/Consensus Statement


A diagnosis of depression requires the presence of at least five depression-related symptoms within the same two-week period, and the symptoms must represent a change from a previous level of functioning [378]. A simple screening tool that has been found to be effective is to ask the patient, "Are you depressed?" or, "Do you feel depressed most of the time?" [227,414,415]. The physician should also discuss the patient's mood and behavior with other members of the healthcare team and family to help determine a diagnosis. Patients who have thoughts of suicide must be assessed carefully. The physician should differentiate between depression and a desire to hasten death because of uncontrolled symptoms [67]. Psychological counseling should be sought, as well as measures to enhance the management of symptoms.

Management



The effective management of depression requires a multimodal approach, incorporating supportive psychotherapy, cognitive strategies, behavioral techniques, and antidepressant medications [47]. Patients with depression should be referred to mental health services for evaluation, and resultant approaches may include formal therapy sessions with psychiatrists or psychologists or counseling from social workers or pastoral advisors. In addition, physicians can help by having discussions with the patient to enhance his or her understanding of the disease, treatments, and outcomes, and to explore expectations, fears, and goals. Behavioral interventions, such as relaxation techniques, distraction therapy, and pleasant imagery have been effective for patients with mild-to-moderate depression [47].
Strong evidence supports the use of tricyclic antidepressants or SSRIs, along with psychosocial interventions, for the management of depression in patients with cancer [47,212]. Evidence to support the use of specific pharmacologic agents to treat depression in patients with noncancer diagnoses is not as strong, but psychostimulants may also be helpful [47,67,227,416]. The choice of medication depends on the time available for treatment. The most immediate effect (within days) is achieved with a rapid-acting psychostimulant (e.g., dextroamphetamine, methylphenidate); longer times to therapeutic effect are associated with SSRIs (two to four weeks) and tricyclic antidepressants (three to six weeks).


SPIRITUAL NEEDS



Medical ethicists define spirituality as the ways people live in relation to transcendent questions of meaning, value, and relationship, whereas religion involves a community of beliefs and practices sharing a common orientation toward these spiritual questions [530]. Spirituality is unique to each person. It is founded in cultural, religious, and family traditions and is modified by life experiences. Spirituality is considered not to be dependent upon formal religious faith, and many surveys have shown that spirituality or religion is an integral component of people's lives [67,417]. Spirituality also plays a significant role in health and illness. Studies have shown spirituality to be the greatest factor in protecting against end-of-life distress and to have a positive effect on a patient's sense of meaning [411,418]. Thus, a spiritual assessment and spiritual care to address individual needs are essential components of the multidimensional evaluation of the patient and family [206,419].
A life-limiting disease will lead patients to ask questions that may give way to spiritual conflicts, such as "Why would God let me suffer this way?" Patients may also carry out life review in search of meaning for their illness; some may view their illness as punishment for past "sins." Left unanswered, spiritual questions and concerns lead to spiritual distress and suffering, which can cause or exacerbate pain and other physical and psychosocial symptoms. It then becomes critical for the healthcare team to facilitate pastoral services to address patients' spiritual concerns [6]. In general, the spiritual and existential concerns of patients at the end of life relate to four areas: the past, the present, the future, and religion (Table 23) [206].
Table 23: SPIRITUAL AND EXISTENTIAL CONCERNS OF PATIENTS AT THE END OF LIFE
	Relation of Concern	Concerns
	Past	
            Value and meaning of the person's life
Worth of relationships
Value of previous achievements
Painful memories or shame
Guilt about failures, unfulfilled aspirations


          
	Present	
            Disruption of personal integrity
Physical, psychological, and social changes
Increased dependency
Meaning of the person's life
Meaning of suffering


          
	Future	
            Impending separation
Hopelessness
Meaninglessness
Death


          
	Religion	
            Strength of faith
A life lived without disgrace to the faith
Existence of afterlife


          


Source: [206]


The need for spirituality at the end of life is heightened, and patients will search for meaning as a way to cope with emotional and existential suffering [420]. Spirituality helps patients cope with dying through hope. At the time of diagnosis, patients hope for cure, but over time, the object of hope changes and the patient may hope for enough time to achieve important goals, personal growth, reconciliation with loved ones, and a peaceful death [2,67].
In a landmark nursing care study conducted through a structured interview, researchers explored the meaning of hope and identified strategies used to foster hope among 30 adults facing terminal illness [421]. Hope was defined as an inner power directed toward enrichment of "being." Seven defining characteristics or strategies for fostering/maintaining hope were identified [421]:
	Interpersonal connectedness: The presence of a meaningful shared relationship(s) with another person(s)
	Lightheartedness: Verbal and nonverbal communication characterized by delight, joy, or playfulness
	Personal attributes: Determination, courage, serenity
	Attainable aims: Directing efforts at some purposeful and attainable goal, such as writing notes/letters to distant family members or friends (from the past)
	Spiritual base: The presence of active spiritual beliefs and practices
	Uplifting memories: Recalling positive moments and uplifting times in the past
	Affirmation of worth: Having one's individuality accepted, honored, and acknowledged


Spirituality can also help a patient gain a sense of control, acceptance, and strength. As a result, greater spiritual well-being has been associated with decreased rates of anxiety and depression among people with advanced disease [207,422]. There has been a growing emphasis on the need for physicians to discuss spirituality with their patients [419,423]. A spiritual history should be obtained to elicit answers to such questions as:
	Do you consider yourself spiritual or religious?
	Do you have spiritual beliefs that help you cope with stress?
	What importance does your faith or belief have in your life?
	Are you part of a spiritual or religious community?


One recommended mnemonic for the components of a spiritual history is SPIRIT: spiritual belief system; personal spirituality; integration with a spiritual community; ritualized practices and restrictions; implications for medical care; and terminal events planning [424].
Spiritual care is an essential component of palliative care, and most palliative care teams include a chaplain or access to one for consultative purposes. However, what patients and families perceive to be spiritual care and how it should be delivered have not been well-defined [417]. Patients and families have found spiritual comfort with friends and family, clergy and other pastoral care providers, and healthcare professionals [417]. Among healthcare professionals, barriers to providing spiritual care are time; social, religious, or cultural discordance; and lack of privacy and care continuity [417]. While it is not the role of the clinician to provide spiritual care, there is an ethical obligation to give attention to expressed needs and to bear in mind that spirituality and religion are essential to many patients' identity as persons. The healthcare professional's role should be to inquire, assess, and refer as indicated [530]. Doing so demonstrates respect for the patient as a whole person and strengthens the patient-clinician relationship.

FAMILY-CENTERED PSYCHOSOCIAL NEEDS



Adequate psychosocial support is also needed for the patient's family. The structure of families varies widely, and it is important to note that what constitutes a family is defined by the patient. It is essential for the healthcare team to talk to patients during the initial assessment about who provides support, with whom they wish to share information, and who should be involved in planning care and decision making [6,67]. For some patients, friends provide the support network when families are not nearby, or the patient is disenfranchised from his or her family. Social workers have a prominent role in helping these patients overcome such barriers as discrimination and legal and financial issues, as well as ensuring appropriate support for grieving partners who may be disenfranchised [425].
Family caregivers can become overwhelmed with added responsibilities. Often, the caregiver is a spouse who is older and may also have illnesses. In addition, children and teenagers are frequently forgotten, but addressing their concerns and needs is essential for their psychological well-being and appropriate grieving [67]. Young children will realize that the family structure has been disrupted. They should be encouraged to ask questions, and they usually need time to interpret answers. Adolescence is a challenging time in itself, and dealing with the illness and loss of a parent or close family member may result in aggressive behavior, isolation, or sexuality. Frequent evaluation of family members' coping strategies, moods, and behaviors can help to determine if early referral for individual counseling or family therapy is necessary. Support should be provided to ensure that the patient and family has access to resources to help with finances, that the home environment is safe, that caregivers are available, and that adequate transportation is available [310].
Family roles are also important to understand, and these roles are strongly influenced by culture. Many cultures highly value family, with strong family ties across many generations. Patients from such cultures will often have many visitors at one time. The palliative care team should accommodate such visits when possible. In addition, family hierarchy may dictate behavior of family caregivers. For example, in traditional Vietnamese families, a female member of the family is expected to stay at the bedside of the patient for comfort and support [426]. In Asian families, elders are revered and a young person cannot tell an older person what to do [427]. This may make it difficult for a healthcare professional who is younger than the patient. Patients and families who adhere to Native American cultures have unique traditions and rituals that should be respected [428].
All members of the healthcare team should become familiar with the cultural context of their patients and provide resources from within the cultural community if possible. A bilingual healthcare worker can provide an important link to a community [429].


5. IMMINENT DEATH AND LOSS



In the last days, the goals of the healthcare team are to ensure a peaceful death for the patient and to support the family during the dying process and throughout grief and mourning. The focus for the patient is management of symptoms and emotional and spiritual ease, and the focus for the family is education to prepare them for the dying process.
THE PATIENT'S NEEDS



During the last days, all care should be directed at comfort, and the NCCN has listed several interventions for imminently dying patients (Table 24) [310]. The physician should minimize the number of medications by reassessing the need for each one. The symptoms that occur most commonly during the last days are pain, noisy breathing, dyspnea, and delirium, and medications to manage these symptoms should be maintained or initiated [67]. In addition, medication may be required to reduce the risk of seizures. Medications should be prescribed for the least invasive route of administration (oral or buccal mucosa), but patients may lose the ability to swallow, making a subcutaneous, transdermal, or intravenous route necessary.
Table 24: INTERVENTIONS FOR PATIENTS WHO ARE IMMINENTLY DYING
	
                Intensify ongoing care.
Try to ensure privacy (if not at home, arrange for private room if
                    possible).
Discontinue diagnostic tests.
Reposition for comfort as appropriate.
Avoid unnecessary needle sticks.
Provide mouth care (e.g., hydrogen peroxide/water solution).
Treat for urinary retention and fecal impaction.
Ensure access to medication even when oral route is not
                    available.
Prepare to meet request for organ donation and autopsy.
Allow patient and family uninterrupted time together.
Ensure the patient and family understand the signs and symptoms of
                    imminent death and are supported through the dying process.
Offer anticipatory bereavement support.
Provide support to children and grandchildren.
Encourage visits by children if consistent with family values.
Support culturally meaningful rituals.
Facilitate around-the-clock family presence.
Ensure that caregivers understand and will honor advance
                    directives.
Provide respectful space for families.
Facilitate closure.


          


Source: [310]


Treatment of pain should continue, and knowledge of opioid pharmacology becomes critical during the last hours of life [67,430]. The metabolites of morphine and some other opioids remain active until they are cleared through the kidneys. If urine output stops, alternative opioids, such as fentanyl or methadone, should be considered, as they have inactive metabolites [214,431].
Anticholinergic medications can eliminate the so-called "death rattle" brought on by the build-up of secretions when the gag reflex is lost or swallowing is difficult. However, it is important to note that results of clinical trials examining various pharmacologic agents for the treatment of death rattle have so far been inconclusive [432]. Despite the lack of clear evidence, pharmacologic therapies continue to be used frequently in clinical practice [430]. Specific drugs used include scopolamine, glycopyrrolate, hyoscyamine, and atropine (Table 25) [67,430,433]. Glycopyrrolate may be preferred because it is less likely to penetrate the central nervous system and with fewer adverse effects than with other antimuscarinic agents, which can worsen delirium [430]. For patients with advanced kidney disease, the dose of glycopyrrolate should be reduced 50% (because evidence indicates that the drug accumulates in renal impairment) and hyoscine butylbromide should not be used (because of a risk of excessive drowsiness or paradoxical agitation) [214]. Some evidence suggests that treatment is more effective when given earlier; however, if the patient is alert, the dryness of the mouth and throat caused by these medications can be distressful. Repositioning the patient to one side or the other or in the semiprone position may reduce the sound. Oropharyngeal suctioning is not only often ineffective but also may disturb the patient or cause further distress for the family. Therefore, it is not recommended.
Table 25: TREATMENT OF EXCESSIVE RESPIRATORY SECRETIONS CAUSING "DEATH RATTLE"
	Drug	Dose
	Scopolamine (transdermal patch)	
            One (1.5-mg) patch applied behind the ear and changed every 72 hours
Onset of action may be delayed several hours, so other anticholinergic treatment should be provided until effective.


          
	Glycopyrrolate	0.2–0.4 mg SC, repeat at 30 minutes, then every 4 to 6 hours, as needed; or 0.6–1.2 mg/day CSCI
	Hyoscyamine	0.4 mg SC, repeat at 30 minutes, then every 2 to 4 hours, as needed; or 0.6–1.2 mg/day CSCI
	Atropine	0.4–0.8 mg SC, repeat every 2 to 4 hours
	CSCI = continuous subcutaneous infusion, SC = subcutaneously.


Source: [206]


Terminal delirium occurs before death in 50% to 90% of patients. It is associated with shorter survival and complicates symptom assessment, communication, and decision making. It can be extremely distressing to caregivers and healthcare professionals alike [430]. Safety measures include protecting patients from accidents or self-injury. Reorientation strategies are of little use during the final hours of life. Education and support for families witnessing a loved one's delirium are warranted [430]. There are few randomized controlled trials on the management of terminal delirium. Agents that can be used to manage delirium include haloperidol, which is frequently the first choice for its relatively quick action [206,430]. Other drugs may include olanzapine, chlorpromazine, levomepromazine, and benzodiazepines [206,430]. For terminal delirium associated with agitation, benzodiazepines, including clonazepam, midazolam, diazepam, and lorazepam may be helpful [206,227,430]. Depending on which drug is used, administration may be intravenous, subcutaneous, or rectal, and the dose can be titrated until effective.
Seizures at the end of life may be managed with high doses of benzodiazepines. Other antiepileptics such as phenytoin (administered intravenously), fosphenytoin (administered subcutaneously), or phenobarbital (60–120 mg rectally, intravenously, or intramuscularly every 10 to 20 minutes as needed) may become necessary until control is established.
A calm and peaceful environment should be maintained for the patient. Family and spiritual leaders should be allowed to carry out traditional rites and rituals associated with death.
Palliative Sedation



Palliative sedation may be considered when an imminently dying patient is experiencing suffering (physical, psychological, and/or spiritual) that is refractory to the best palliative care efforts. Terminal restlessness and dyspnea have been the most common indications for palliative sedation, and thiopental and midazolam are the typical sedatives used [310,434,435]. For patients who have advanced kidney disease, midazolam is recommended, but the dose should be reduced because more unbound drug becomes available [214,310]. Before beginning palliative sedation, the clinician should consult with a psychiatrist and pastoral services (if appropriate) and talk to the patient, family members, and other members of the healthcare team about the medical, emotional, and ethical issues surrounding the decision [67,227,310,436,437]. Formal informed consent should be obtained from the patient or from the healthcare proxy.

Physician-Assisted Death



Physician-assisted death, or hastened death, is defined as active euthanasia (direct administration of a lethal agent with a merciful intent) or assisted suicide (aiding a patient in ending his or her life at the request of the patient) [67]. The following are not considered to be physician-assisted death: carrying out a patient's wishes to refuse treatment, withdrawal of treatment, and the use of high-dose opioids with the intent to relieve pain. The American Medical Association Code of Ethics explicitly states, "Physician-assisted suicide is fundamentally incompatible with the physician's role as healer, would be difficult or impossible to control, and would pose serious societal risks" [438]. Position statements against the use of physician-assisted death have been issued by many other professional organizations, including the NHPCO and the AAHPM [439,440]. The AAHPM states that their position is one of "studied neutrality" [439]. The basis for these declarations is that appropriate hospice care is an effective choice for providing comfort to dying patients.
In 2010, in a first-of-its-kind comprehensive consensus statement, the Heart Rhythm Society in collaboration with the major cardiology, geriatrics, and palliative care societies, emphasized that deactivation of implantable cardioverter-defibrillators is neither euthanasia nor physician-assisted death [441]. The organizations urged clinicians to respect the right of patients to request deactivation.
The 2024 NCCN guidelines advise that a request for hastened death often has important meanings that should be explored, beginning with an assessment to ensure palliative care needs are being met. This may enlarge the range of useful therapeutic options and might reduce the patient's wish to die. It is recommended clinicians explore the reasons for the request for a hastened death and determine the precipitating conditions in a joint discussion with patient, family, and caregivers [310]. During discussion, issues to consider include individual values, purpose, and meaning; worries about caregiver burden and abandonment; and views of spiritual/existential suffering (with consideration of spiritual care consultation). It is important to reassess symptom management and whether there are unrecognized patient issues, such as depression, anxiety, and delirium. It may be helpful to clarify the legal/ethical distinctions among assisted death, treatment withdrawal, and aggressive symptom management [310]. Some states have enacted assisted death statutes. State laws vary, and knowledge of your local statutes is necessary.


THE FAMILY'S NEEDS



Ongoing communication with family members is essential to ensure their well-being as their loved one dies. The healthcare team should discuss what will happen over the course of dying so the family can be better prepared for symptoms such as altered breathing patterns and sounds, terminal delirium, and unconsciousness [6,310,430]. The family should be reassured that what they may think the patient is experiencing is not the patient's actual reality.
The altered breathing patterns that are present as death is imminent are distressful for family members, as they believe that the patient is experiencing a sense of suffocation. Also distressful to family is the sound of the death rattle. The healthcare team should assure family that these signs do not indicate that the patient is suffering and explain that additional therapy will not be of benefit.
Families often misinterpret the early signs of terminal delirium as signs of uncontrollable pain. However, if pain has been adequately managed throughout the delivery of palliative care, such pain will not begin during the last hours. As the patient slips in and out of consciousness, family members may become increasingly distressed about not being able to communicate anymore with their loved one. Although it is unknown what a dying patient can hear, other experiences in medicine suggest that awareness may be greater than the ability to respond. Family members should be encouraged to continue talking with their loved one to help them attain a sense of closure.
Despite the best efforts to prepare the family, reactions are unpredictable when death occurs. The clinician should take time to answer questions from family members, including children, and perhaps provide information on the physiologic events associated with death [67]. For family members who were not present during the death, the clinician should describe the event, while reassuring them that the patient died peacefully.
Many experts believe that people can handle grief better if they spend time with a loved one immediately after death. Family members should be allowed to touch, hold, and kiss their loved one as they feel comfortable. The healthcare team should respect the needs of the family to conduct personal, cultural, or religious traditions, rites, and rituals.

GRIEF, MOURNING, AND BEREAVEMENT



Palliative care extends beyond the patient's death, with the focus shifting to support of the family during bereavement and mourning. Although the terms "grief," "mourning," and "bereavement" are often used interchangeably, their definitions are different. Grief is a normal reaction to a loss; mourning is the process by which individuals adjust to the loss; and bereavement is the period of time during which grief and mourning occur [67,442]. Psychosocial support of the family is essential throughout the duration of palliative care and can help to decrease the risks of morbidity, substance abuse, and mortality that have been found among spouses and other loved ones of patients who have died [6].
Grief




Evidence Based Practice Recommendation

The British Columbia Medical Services Commission asserts that the
            relationship between the physician and the patient is one of the most potent therapeutic
            tools for assisting patients who are dealing with grief. Reassurance about the normal
            pattern of grief and a commitment to supporting the patient in an ongoing way is the
            mainstay of care. It may involve scheduled follow-up visits as necessary.
https://www2.gov.bc.ca/assets/gov/health/practitioner-pro/bc-guidelines/palliative3.pdf

             Last Accessed: October 14, 2024
Level of Evidence: Expert
            Opinion/Consensus Statement


Grief comprises a range of feelings, thoughts, and behaviors that fall in the realm of the physical, emotional, and social domains [67]. Individuals may have trouble sleeping, changes in appetite, or other physical symptoms or illness. Emotions can include sadness, anxiety, guilt, and anger. Return to work, activities with friends, and taking care of family can be beneficial.
Grief counseling for the family and patient should begin when the patient is alive, with a focus on life meaning and the contributions from the patient's family. An understanding of the mediators of the grief response can help physicians and other members of the healthcare team recognize the family members who may be at increased risk for adapting poorly to the loss [443]. These mediators are:
	Nature of attachment (how close and/or dependent the individual was with regard to the patient)
	Mode of death (the suddenness of the death)
	Historical antecedents (how the individual has handled loss in the past)
	Personality variables (factors related to age, gender, ability to express feelings)
	Social factors (availability of social support, involvement in ethnic and religious groups)
	Changes and concurrent stressors (number of other stressors in the individual's life, coping styles)


Prolonged grief disorder was added to the DSM-5-TR in 2022, after several decades of studies that suggested many people were experiencing persistent difficulties associated with bereavement that exceeded expected social, cultural, or religious expectations [378]. It is defined as "intense yearning or longing for the deceased (often with intense sorrow and emotional pain) and preoccupation with thoughts or memories of the deceased. In children and adolescents, this preoccupation may focus on the circumstances of the death" [378]. In adults, this intense grief must still be present one year after a loss to be considered prolonged grief disorder; in children, the timeframe is six months. Additionally, the individual with prolonged grief disorder may experience significant distress or problems performing daily activities at home, work, or other important areas [378]. Clinical assessment should be carried out for individuals at risk of prolonged grief. Distinguishing between prolonged grief disorder and major depression can be challenging, as many signs and symptoms are similar. However, the characteristic symptoms of prolonged grief disorder are [378]:
	Identity disruption (e.g., feeling as though part of oneself has died)
	A marked sense of disbelief about the death
	Avoidance of reminders that the person is dead
	Intense emotional pain (e.g., anger, bitterness, sorrow)
	Difficulty reintegrating (e.g., unable to engage with friends, pursue interests, plan for the future)
	Emotional numbness
	Feeling that life is meaningless
	Intense loneliness and feeling of being detached from others



Mourning



Satisfactory adaptation to loss depends on "tasks" of mourning [443]. Previous research referred to "stages" of mourning, but the term "task" is now used because the stages were not clear-cut and were not always followed in the same order. The tasks include:
	Accepting the reality of the loss
	Experiencing the pain of the loss
	Adjusting to the environment in which the deceased is missing (external, internal, and spiritual adjustments)
	Finding a way to remember the deceased while moving forward with life


After the patient's death, members of the palliative care team should encourage the family to talk about the patient, as this promotes acceptance of the death. Explaining that a wide range of emotions is normal during the mourning process can help family members understand that experiencing these emotions is a necessary aspect of grieving. Frequent contact with family members after the loved one's death can ensure that the family is adjusting to the loss. Referrals for psychosocial and spiritual interventions should be made as early as possible to optimize their efficacy.

Bereavement



Bereavement support should begin immediately with a handwritten condolence note from the clinician. Such notes have been found to provide comfort to the family [444,445]. The physician should emphasize the personal strengths of the family that will help them cope with the loss and should offer help with specific issues. Attendance at the patient's funeral, if possible, is also appropriate.
How bereavement services are provided through a hospice/palliative care program vary. Programs usually involve contacting the family at regular intervals to provide resources on grieving, coping strategies, professional services, and support groups [227,310]. When notes are sent, family members should be invited to contact the physician or other members of the healthcare team with questions. Notes are especially beneficial at the time of the first holidays without the patient, significant days for the family (patient's birthday, spouse's birthday), and the anniversary of the patient's death. Bereavement services should extend for at least one year after the patient's death, but a longer period may be necessary [6,227].



6. PALLIATIVE CARE FOR SPECIFIC POPULATIONS



The needs of some patient populations present unique challenges to the delivery of high-quality palliative care. Among these populations are older patients, including those with dementia and/or debility; children and adolescents; and patients in the critical care setting.
OLDER PATIENTS AND NURSING FACILITY RESIDENTS



At present, the number of residents of nursing facilities in the United States is approaching 2 million, and that number is expected to double by 2030 [1]. Older persons comprise the largest percentage of patients who receive palliative care through hospice. In 2022, 49.4% of Medicare decedents 75 to 84 years of age and 61.8% of those 85 years of age and older used hospice [1]. The majority of older individuals receive hospice care at home, but up to 25% are residents at a nursing home or residential facility at the time of death [1,446]. A study of Medicare beneficiaries dying in nursing homes showed that between 1999 and 2006, the number of hospices providing care increased from 1,850 to 2,768, and rates of nursing home hospice use more than doubled (from 14% to 33%) [447].
The care of the frail elderly in the home is burdensome, as the long disease trajectory often requires an extended need for family caregivers. In addition, the primary caregiver may be a spouse who is older than 75 years of age and may have multiple health issues. For patients in nursing facilities, care may be fragmented, and staff often lack an appropriate understanding of pharmacology, drug addiction and dependence, management of side effects, and effective nonpharmacologic therapies [448,449,450]. Also, family members often have grief symptoms before the death of the patient; the most frequent grief symptom is yearning (separation distress) [451]. Thus, early psychosocial support and bereavement services for family are important.
Older patients, especially those with end-stage organ disease, often have substantial comorbidities and take multiple medications, both of which add to the complexity of care [104,412,452]. One study of patients with heart failure found that approximately 33% had COPD, 40% had diabetes, and more than 50% had coronary heart disease or hypertension [453]. With respect to multiple medications, a study found that older patients took an average of 6.5 medications and that 29% of the patients were taking a medication that was considered to be "never appropriate" [454]. Polypharmacy increases the likelihood of drug interactions, and clinicians should review the medication list and eliminate those drugs that are not providing clear benefit [452]. Knowledge of pharmacokinetics, pharmacodynamics, and pathophysiology are needed in making decisions to stop or adjust drugs [455]. Consulting with a pharmacist can be valuable.
As with the overall population of patients at the end of life, pain management is also inadequate for older patients, with pain experienced by more than 50% of patients at home and as many as 80% of patients in nursing facilities [456,457,458]. Studies have confirmed that older patients receive less pain medication at the end of life than younger patients and that pain management is inadequate for residents of nursing facilities [459,460,461,462]. The American Geriatrics Society has issued guidelines for the management of chronic pain for older patients, and physicians and nursing facility staff should become familiar with this resource and other guidelines for pain [458]. Improvement is also needed in the treatment of patients who have psychosocial symptoms, such as depression, agitation, anxiety, and loneliness [463].
Perhaps the greatest issue is the need for better palliative care for patients with dementia [103,448,464]. The prevalence of dementia has been reported to be 40% to 50% among persons older than 80 years of age, and many persons with dementia spend the last weeks to months of life in a nursing home [465]. Underlying dementia makes it difficult to identify symptoms, especially pain and psychosocial disorders. As a result, suffering is prevalent among patients with dementia. In fact, one study showed that 93% of patients with dementia died with an intermediate or high level of suffering [466]. The assessment of pain can be particularly challenging when the patient is unable to communicate. This situation calls for a multipronged approach consisting of observation, discussion with family and caregivers, and evaluation of the response to pain medication or nonpharmacologic measures. Recommendations for assessing pain in nonverbal patients have been developed by the American Society for Pain Management Nursing [467].
As dementia progresses, behavioral disturbances become more frequent, and symptoms include hallucinations, sleep disorders, agitation, paranoia, delusions, anxiety, and combativeness. Care should be taken to differentiate these symptoms from those associated with the underlying disease or as an adverse effect of drugs. In addition, dementia can affect the prognosis of other chronic diseases, and health events or complications such as hip fracture, pneumonia, febrile episodes, or eating problems can substantially reduce the life span for patients with advanced dementia [175,459].
The understanding of advanced dementia is limited, and as noted, the uncertainty of the disease course makes it difficult for advance care planning and referral to hospice care [175,448,468,469,470]. The progressive nature of dementia adds importance to the need for advance directives, and involvement of the family in decision making is crucial [175,471]. Educational resources about palliative care and hospice can help family and patients better understand the language needed in advance directives and the benefit of hospice services [446,471].
In an effort to enhance the quality of care at the end of life for older patients, the CAPC published the report Improving Palliative Care in Nursing Homes [472]. Based on their research, the authors of this report identified four different models for integrating preferred practices for palliative and hospice care for patients in nursing homes [472]:
	Palliative Care Consult Service: Palliative care services are provided by healthcare professionals as requested by the nursing home Medical Director or Director of Nursing or the patient's attending physician.
	Hospice-Based Palliative Care Consult Service: Palliative care services are provided by healthcare professionals employed at a local hospice as requested by the nursing home Medical Director or Director of Nursing or the patient's attending physician.
	Nursing Home Services Integrated Palliative Care: Palliative care services are provided by staff employed directly by a nursing home that incorporates one or more of the NQF's domains of care.
	Hospice Care: Specialized end-of-life palliative care services are provided by contracted hospice providers to hospice-eligible residents.



CHILDREN/ADOLESCENTS



Although most physicians involved in the care of children/adolescents with life-limiting diseases are likely to make referrals for palliative or hospice care, the rate of hospice use among eligible children/adolescents is lower than that among adults, estimated at less than 10% in the United States [473,474,475]. The cause of most deaths among children is cancer, and it has been proposed that referral to hospice at the time of disease relapse would enhance the quality of care for children and their families; yet, only 2.5% of referrals are made at that time [476,477]. Instead, most hospice referrals are made at the time of disease progression (44%), at the end of therapeutic options (26%), or at the time of imminent death (20%) [476]. Similarly, most palliative care referrals are made late, with 30% to 44% of pediatricians preferring a palliative care consultation when curative therapy is no longer the goal [477].

Evidence Based Practice Recommendation

The American Association of Neuroscience Nurses recommends that nurses
          evaluate parents' overall concerns related to their child's end-of-life trajectory and
          address those concerns when planning care. Parents should be educated about symptoms that
          may be observed during their child's end of life, especially signs of possible impending
          death.
https://bibliosjd.wordpress.com/wp-content/uploads/2015/02/aann13_pbt_e.pdf

             Last Accessed: October 14, 2024
Level of Evidence: Level 3
          (Recommendations are supported by qualitative study, case study or series, expert
          committee reports, and/or expert opinion)


One factor contributing to inadequate palliative/hospice care referral may be availability of appropriate services. A survey of institutions participating in Children's Oncology Group clinical trials found that a palliative care team was available in 58% of institutions and hospice care in 60% [478]. Furthermore, even when available, most services were not well used by patients [478]. In addition, many healthcare professionals are inexperienced with pediatric palliative care, and the availability of sufficiently trained pediatric hospice professionals is limited [90,473,476].
Research has identified several additional barriers to palliative care at the end of life for children/adolescents, many of which differ from those in the adult setting (Table 26) [14,90,476,477]. The sense of failure or of "giving up" may be heightened among both pediatric healthcare professionals and family members because the potential death of a child goes against the natural order. Compared with pediatric oncology professionals, parents are more likely to favor the use of aggressive treatment near the end of the child's life and consider hope a more important factor in treatment decision making [479]. As with adults, integrating palliative care early in the disease continuum can help overcome conflicts in treatment goals related to uncertainty of the prognosis [90]. Although aggressive treatment should be discontinued when it is of no benefit, the Patient Protection and Affordable Care Act of 2010 now allows for disease-directed treatment to be given concurrently with hospice [480]. (A life expectancy of six months is still a criterion for eligibility.) Clinicians usually recognize the lack of a realistic chance for cure before parents do and should talk openly with parents about discontinuing aggressive treatment and directing attention to enhancing the quality of life that remains for the child [481]. Members of the palliative care team should discuss treatment goals with the family, outline choices for interventions as the end of life draws near, and establish limits of care as the health status changes [473,482,483].
Table 26: BARRIERS TO EFFECTIVE PALLIATIVE CARE FOR CHILDREN
	
                Rarity of death among children
Uncertain prognosis
Unrealistic expectations or denial of parents
Association of palliative care with "giving up" or hopelessness
Immeasurable parental distress at loss of child
Lack of pediatricians' knowledge about distinction between palliative care
                    and hospice
Provider sense of failure when a child dies
Lack of symptom assessment tools
Lack of knowledge regarding pediatric dosing of symptom-relief
                    medications
Fragmentation of medical and psychosocial/spiritual services for
                    children
Lack of adequately trained pediatric hospice professionals
Inadequate education for providers and families about palliative
                    care
Lack of adequate reimbursement


          


Source: [14,90,476,477]


The involvement of the young patient in discussions about diagnosis, prognosis, and treatment goals is another important issue in the pediatric population. Members of the healthcare team should collaborate with parents to determine how much information should be shared with the child and how involved the child should be with decision making; these determinations should be based on the child's intellectual and emotional maturity [14,484]. Many parents wish to protect their child by withholding information, but studies have shown that children often recognize the seriousness of their illness and prefer open communication about their disease and prognosis [485,486]. Such open exchange of information can help to avoid the fear of the unknown and preserve the child's trust in his or her parents and/or family and caregivers [486]. Thus, as much as possible and appropriate, the child should be allowed to participate in discussions about the direction of care [484].
When parents and clinicians involve the child in discussions, the language used should be developmentally appropriate for the child and the clinician should check often to make sure the child understands. Having the child repeat the information in his or her own words is one way to assess comprehension. When the child demonstrates an understanding of the illness and the prognosis, the emphasis should be on his or her preferences for care, and the child's preferences should be given equal weight in the decision making [472,487,488]. The physician should be an advocate for the child's preferences and decision [489].
Symptom management is a key issue in the pediatric setting. One study indicated that 89% of dying children suffered "a lot" or "a great deal" from at least one symptom in their last month of life, and other end-of-life symptoms have often been intractable [481,490]. These problems are compounded by the fact that many clinicians who provide components of pediatric palliative care do not have confidence in their ability to manage end-of-life symptoms [475]. Inadequate training and the paucity of data on symptoms in children/adolescents contribute to this lack of confidence. Few studies have been done to determine the prevalence of symptoms in children/adolescents with life-limiting diseases, the studies that do exist are in the cancer setting, and evidence-based recommendations for interventions are not available.
According to reports of parents, the most common symptoms during the last month of life are similar to those among adults; fatigue (weakness) and pain have been the most frequently reported (Table 27) [481,490,491]. When evaluating fatigue in children, age is a consideration in how fatigue is discussed. Children think about fatigue as a physical sensation, and adolescents think about fatigue as either physical and/or mental tiredness [492]. Parents or other caregivers tend to report fatigue in terms of how it interferes with the child's activities [492].
Table 27: PREVALENCE OF SYMPTOMS AMONG CHILDREN IN THE LAST MONTH OF LIFE
	Symptom	Range in Prevalence
	Pain	73% to 92%
	Fatigue/weakness	86% to 91%
	Anorexia	68% to 81%
	Reduced mobility	61% to 76%
	Nausea/vomiting	57% to 63%
	Constipation	55% to 59%
	Anxiety/depression	45% to 48%
	Dyspnea	41% to 81%


Source: [481,490,491]


As with adults, the patient's self-report of pain is the most reliable indicator, which makes assessment particularly challenging in young children [67,493]. Pain assessment must be appropriate for each child's age, developmental level, and cultural context, and assessment tools have been developed for four age groups, from infants to 18 years of age, and for nonverbal or cognitively impaired children [494,495,496]. These tools include lists of behaviors for the parents or caregivers to rate, as well as areas for parents to provide their own rating of the child's pain and to note what has previously helped to alleviate pain (Table 28). The tools for children who are 5 years of age and older include age-appropriate items such as drawings of a child's body on which the child is asked to mark with a crayon or pencil the area that hurts and different sized circles to indicate pain intensity. A variety of pain scales (e.g., self-report scale, numerical/visual analogue scale, FACES scale) and other tools (e.g., Pediatric Pain Questionnaire) for assessing and measuring pain in children are available at https://www.aboutkidshealth.ca/Article?contentid=2994&language=English[497]. The Wong-Baker FACES scale is recommended for children who are at least 3 years of age [243]. This scale has been found to be valid and reliable for Japanese, Thai, Chinese, and Black children and has been modified for use with Alaska native children [498,499,500].
Table 28: BEHAVIORS TO EVALUATE IN ASSESSING PAIN IN CHILDREN AND ADOLESCENTS
	Age of Child	Behaviors
	Infants (<1 year)	
            Sleep during the previous hour
Facial expressions (frown, furrowed brow, quivering chin)
Consolability
Crying
Sucking
Flexing of fingers and toes
Motor activity
Breath-holding


          
	Children (1 year and older)	
            Energy level
Eating behavior
Interest in usual activities
Whining, crying, groaning, complaining
Holding or protecting part of body
Seeking comfort, closeness


          


Source: [450,494,495,498,501]


For children who are too young to verbally express pain, clinicians and parents must rely on behavioral cues, such as frowning, a furrowed brow, a quivering chin, crying, sucking, flexing of fingers and toes, and breath-holding in infants. Behavioral indicators in older children include decreased energy level, eating, and interest in usual activities; holding or protecting part of the body; seeking comfort or closeness; and whining or groaning [494,495,496].
Pain management according to the WHO ladder has been found to be effective for children/adolescents [502,503,504,505]. The main components of the WHO strategy include [504,505]:
	Using the oral form of medication whenever possible
	Dosing analgesics at regular intervals
	Administering analgesics based on the severity of pain assessed using a pain-intensity
            scale
	Tailoring medication dosing to the individual patient
	Monitoring the patient carefully throughout the prescription of pain medications


Acetaminophen or NSAIDs, codeine, or oxycodone is recommended for pain rated as 0–3 on a scale of 0 to 10; an acetaminophen/opioid combination, NSAIDs, oxycodone, or morphine is recommended for pain rated as 4–6; and morphine or oxycodone is recommended for pain rated as 7–10 [187]. It is important to note that codeine may not be metabolized in 35% of children, and analgesia will be ineffective in those children [187]. Pharmacokinetic data for pediatric medications are lacking, and physicians should consult pediatric specialists for appropriate dosing of medications for symptom relief. Pain medication should be complemented by age-appropriate nonpharmacologic interventions; touch, massage, stroking, and rocking are effective for infants, toddlers, and young children, and guided imagery, music and art therapy, play therapy, controlled breathing, and relaxation techniques are beneficial for older children [493,506,507].
Attention to psychosocial support for the patient, parents, and other family members is crucial in the pediatric setting. Although most parents think that psychosocial issues should be discussed with the child's physician and would find that discussion to be valuable, fewer than half of parents raise such topics [508]. Furthermore, parents report that only 15% to 20% of physicians assess the family's psychosocial issues [508]. Among the psychosocial issues common in children/adolescents and their families are ineffective family coping strategies, the patient's relationships with peers, psychological adjustment of healthy siblings, and long-term psychological adjustment for parents [484,506,509,510,511,512,513]. The palliative care team must carefully evaluate the patient and family and provide resources and appropriate referrals.

CRITICAL CARE SETTING



Nearly 50% of patients who die in the hospital are in the ICU for some period of time during the last three days of life [514,515]. In addition, 13% of patients admitted to the ICU with traumatic injury will die [514]. The abruptness of a traumatic injury is vastly different from the illness trajectories of life-limiting diseases, and palliative care seems incongruous in the ICU, a high-technology environment of the most aggressive life-prolonging treatments. The effective delivery of palliative care is challenged by many factors inherent in the ICU setting, including inadequate training of healthcare professionals, unrealistic expectations of patients and families, misunderstanding of lifesaving measures, and a greater need for surrogate decision making [514,516,517]. As these factors gain greater recognition, there is a growing emphasis on integrating palliative care elements into the care of patients with traumatic injury and/or patients in an ICU [122,514,516,517,518,519].
The focus on complex, lifesaving care in the ICU creates a gap in providing relief of patients' symptoms. As in all settings, symptom assessment and management should be a priority for ICU patients. It has been suggested that an interdisciplinary palliative care assessment be carried out early in an ICU stay, preferably within 24 hours after admission, with documentation of a comprehensive care plan within 72 hours after admission [517,520].
ICU patients are often young, and families expect lifesaving procedures to be effective [517]. Misunderstanding of lifesaving measures has been reported to be an obstacle to high-quality palliative care [521]. Clinicians and other members of the team should maintain open, ongoing communication about the patient's prognosis, the feasibility of recovery, and the burden of treatment. The sudden, often catastrophic events that bring patients to the ICU compound stress and grief in family members, whose psychosocial needs peak earlier than in other palliative care settings [517]. As a result, psychosocial and bereavement support for families must begin early in the course of the patient's stay in the ICU, preferably within 24 hours after the patient's admission to the ICU [517].
The abruptness of traumatic injury or catastrophic illness is also associated with the lack of preparation of advance directives for many patients. There is often no time for planning during the short end-of-life process, and approximately 95% of patients are unable to participate in their care [517]. As a consequence, surrogates must make decisions, and such decisions have been shown to correlate poorly with the preferences of patients [522,523].
The most critical decision in the ICU setting is the withdrawal of life-support technologies. Withdrawal of mechanical ventilator support should be discussed with the family or surrogate when they (or the patient) raise the issue or when the clinician believes that the ventilator is no longer meeting the patient's goals or is more burdensome than beneficial [122]. To ease the discussion for families, the clinician should review the patient's status and care goals before discussing withdrawal of support [122]. Once the decision has been made to withdraw life support, the physician should review the process with family members, clarify the decision, ensure that the patient's spiritual and cultural context are considered, and reassure the family that comfort measures will be carried out [122,517]. Withdrawal of life support should then be immediate, not carried out over hours or days, and established protocols for withdrawal of mechanical ventilation should be followed [517,524].
Recognizing the importance of palliative care in critical care settings, the Society of Critical Care Medicine developed recommendations calling for, among other improvements, [514]:
	Increased competency in all aspects of palliative care, including the use of
            sedatives, analgesics, and non-pharmacologic approaches to manage symptoms
	Improved communication with family
	Better understanding of the practical and ethical aspects of withdrawing life-sustaining treatment
	Development of comprehensive bereavement programs to support both families and the needs of the clinical staff


To specifically address the needs of patients' families, the American College of Critical Care Medicine and the Society of Critical Care Medicine (SCCM) have developed guidelines for family-centered care in the ICU. The SCCM guidelines followed a rigorous, evidence-based analysis representing the state of international science in family-centered care and family support for critically ill neonatal, pediatric, and adult ICU patients [525]. The perspectives of patients and family members were incorporated through initial literature review, followed by direct consultation. In support of family-centered care, guidelines recommend endorsement of a shared decision-making model, interdisciplinary family care conferencing to reduce family stress and improve consistency in communication, culturally appropriate requests for truth-telling and informed refusal be honored, spiritual support from an adviser or chaplain, including family members in staff rounds and during resuscitation efforts, open flexible visitation, and family support before, during, and after a patient's death [525]. Other considerations include assigning family navigators to improve communication throughout the ICU stay, and proactive palliative care consultation to decrease ICU and hospital stay.
Following the initial emphasis on family-centered care in the ICU setting, the use of palliative care consultation increased 113% in one study, and from 5% to 21% in another study [24,526]. Another model that integrates palliative care into the ICU improved the quality of care and led to a higher rate of formalization of advance directives, better utilization of hospice, and a decreased use of nonbeneficial life-prolonging treatments [515].


7. CONCLUSION



As a result of ongoing advances in medicine, the trajectory of illness for many diseases has shifted, yielding an increasing number of patients needing palliative care throughout the continuum of care and, especially, at the end of life. High-quality palliative care focuses on the physical, psychosocial, and spiritual well-being of the patient as well as the family. Care is provided by a palliative healthcare team comprised of members who have expertise in communication, pharmacologic principles of pain management, and identification of associated psychosocial and spiritual needs. Palliative care eases the burden of suffering experienced by patients approaching life's end and provides for grief counseling and bereavement services for a family adjusting to loss. Physicians and other healthcare professionals should strive to enhance their knowledge of key strategies to achieve high-quality palliative care, as detailed in this course.
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Course Overview



As the number of elderly patients increases, nurses and other healthcare providers must
        become knowledgeable about the special healthcare needs of the geriatric population.
        Undesired weight loss and malnutrition in the elderly are significant problems, leading to
        increased morbidity and mortality. Residents of skilled nursing facilities are at special
        risk. Geriatric failure to thrive is a diagnosis commonly used in geriatrics, and the four
        chief characteristics are impaired physical function, malnutrition, depression, and
        cognitive impairment. Participants who complete this course will learn about the
        identification, evaluation, and assessment of geriatric failure to thrive, including use of
        the Mini Nutritional Assessment, the Mini Mental Status Evaluation, and the Geriatric
        Depression Scale. Diagnostic/laboratory and physical assessment skills will be reviewed with
        a focus on weight-loss assessment. Creation of a multidisciplinary treatment plan with
        review of pharmaceutical options will be explored. This will give the healthcare
        professional the knowledge and tools necessary to identify this syndrome early. This
        activity will help promote better health outcomes for the geriatric population by education
        of the care providers and with the promotion of evidence-based practice.

Audience



This course is designed for nurses, nurse practitioners, and behavioral health professionals who work in or are interested in learning more about geriatrics. Other disciplines that may benefit from this training include dieticians, therapists, and psychologists.

Accreditations & Approvals



In support of improving patient care, TRC Healthcare/NetCE is jointly accredited by the Accreditation Council for Continuing Medical Education (ACCME), the Accreditation Council for Pharmacy Education (ACPE), and the American Nurses Credentialing Center (ANCC), to provide continuing education for the healthcare team. NetCE is approved to offer continuing education through the Florida Board of Nursing Home Administrators, Provider #50-2405. As a Jointly Accredited Organization, NetCE is approved to offer social work continuing education by the Association of Social Work Boards (ASWB) Approved Continuing Education (ACE) program. Organizations, not individual courses, are approved under this program. Regulatory boards are the final authority on courses accepted for continuing education credit. 

 Continuing Education (CE) credits for psychologists are provided through the co-sponsorship of the American Psychological Association (APA) Office of Continuing Education in Psychology (CEP). The APA CEP Office maintains responsibility for the content of the programs.

 NetCE is accredited by the International Accreditors for Continuing Education and Training (IACET).  NetCE complies with the ANSI/IACET Standard, which is recognized internationally as a standard of excellence in instructional practices. As a result of this accreditation, NetCE is authorized to issue the IACET CEU. NetCE is approved as a provider of online continuing education for certified nursing assistants through the California Department of Public Health Licensing and Certification Division. Nurse Aide Certification (NAC) Provider #7005. 

Designations of Credit



This activity was planned by and for the healthcare team, and learners will receive 5 Interprofessional Continuing Education (IPCE) credit(s) for learning and change.

 NetCE designates this continuing education activity for 5 ANCC contact hour(s). NetCE designates this continuing education activity for 1 pharmacotherapeutic/pharmacology contact hour(s). NetCE designates this continuing education activity for 6 hours for Alabama nurses. Social workers participating in this intermediate to advanced course will receive 5 Clinical continuing education clock hours. This home study course is approved by the Florida Board of Nursing Home Administrators for 5 credit hour(s). AACN Synergy CERP Category A. NetCE is authorized by IACET to offer 0.5 CEU(s) for this program. NetCE designates this continuing education activity for 5 credit(s). 
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Individual State Behavioral Health Approvals



In addition to states that accept ASWB, NetCE is approved as a provider of continuing education by the following state boards: Alabama State Board of Social Work Examiners, Provider #0515; Florida Board of Clinical Social Work, Marriage and Family Therapy and Mental Health Counseling, CE Broker Provider #50-2405; Illinois Division of Professional Regulation for Social Workers, License #159.001094; Illinois Division of Professional Regulation for Licensed Professional and Clinical Counselors, License #197.000185; Illinois Division of Professional Regulation for Marriage and Family Therapists, License #168.000190; 

Course Objective



The purpose of this course is to educate nurses, social workers, and other healthcare providers regarding geriatric failure to thrive and to promote evidence-based clinical practice when caring for patients with this condition.

Learning Objectives



Upon completion of this course, you should be able to:
	Define the various conditions responsible for unintended weight loss in geriatric patients, including geriatric failure to thrive.
	Analyze various ethical and legal issues that can arise when treating geriatric failure to thrive patients and the role of advance directives in ameliorating some of these issues.
	Outline necessary components of the physical assessment and differential diagnosis of geriatric failure to thrive.
	Evaluate the role of polypharmacy in unintended weight loss in elderly patients.
	Describe the role of mental health screening in geriatric failure to thrive patients.
	Create a treatment plan for a geriatric failure to thrive patients, including possible pharmacotherapy approaches and areas for monitoring and follow-up.
	Identify geriatric failure to thrive patients for whom hospice referral should be considered.
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Implicit Bias in Health Care




      The role of implicit biases on healthcare outcomes has become a concern,
      as there is some evidence that implicit biases contribute to health
      disparities, professionals' attitudes toward and interactions with
      patients, quality of care, diagnoses, and treatment decisions. This may
      produce differences in help-seeking, diagnoses, and ultimately treatments
      and interventions. Implicit biases may also unwittingly produce
      professional behaviors, attitudes, and interactions that reduce patients'
      trust and comfort with their provider, leading to earlier termination of
      visits and/or reduced adherence and follow-up. Disadvantaged groups are
      marginalized in the healthcare system and vulnerable on multiple levels;
      health professionals' implicit biases can further exacerbate these
      existing disadvantages.
    

      Interventions or strategies designed to reduce implicit bias may be
      categorized as change-based or control-based. Change-based interventions
      focus on reducing or changing cognitive associations underlying implicit
      biases. These interventions might include challenging stereotypes.
      Conversely, control-based interventions involve reducing the effects of
      the implicit bias on the individual's behaviors. These strategies include
      increasing awareness of biased thoughts and responses. The two types of
      interventions are not mutually exclusive and may be used synergistically.
    


1. INTRODUCTION



Undesired weight loss in the elderly causes a reduced quality of life and contributes to serious illness. Elderly residents of nursing facilities who lose 5% of their body weight in one month are 4.6 times more likely to die within a year[1]. Poor prognosis is also associated with low prealbumin and cholesterol levels. Malnutrition in the elderly can result in pressure sores, functional decline, longer rehabilitation, and multiple medical complications.
The "baby boomers" will continue to account for a substantial increase in the elderly population (Figure 1). By 2060, persons older than 65 years of age are projected to make up 24.4% of the population [2]. The number of the "oldest old," those 85 years of age and older, is expected to increase from 6.7 million in 2020 to 14.4 million in 2040 [3]. More elderly persons will be dependent on others for their survival, with increasing numbers living in skilled nursing and assisted living facilities. Healthcare providers should become prepared for the projected growth of the elderly population and be prepared to treat the various conditions unique to this group.
Figure 1: NUMBER OF PERSONS IN THE UNITED STATES 65 YEARS OF AGE OR OLDER, 1900–2060
	[image: NUMBER OF PERSONS IN THE UNITED STATES 65 YEARS OF AGE OR OLDER, 1900–2060]



Source: [3]



2. DEFINITIONS



FAILURE TO THRIVE



The term "failure to thrive" was originally used to identify abnormal growth and development patterns in children. The term was borrowed from pediatrics in the 1970s to describe a similar syndrome that affected geriatric patients. Failure to thrive is a common diagnosis in geriatrics. As of October 2014, the Centers for Medicare and Medicaid Services (CMS) no longer accepts adult failure to thrive as a principal diagnosis for hospice claims, but it has been noted that access to hospice is not impeded by this fact because the principal diagnosis may instead be, for example, one of or a combination of cachexia, malnutrition, dysphagia, or muscle weakness, with an additional diagnosis of adult failure to thrive [4,5].
Failure to thrive is defined by the Institute of Medicine as
        "weight loss of more than 5%, decreased appetite, poor nutrition, and physical inactivity,
        often associated with dehydration, depression, immune dysfunction, and low cholesterol"
          [6]. It is not a single disease or medical
        condition. Rather, it is a multidimensional problem that requires a multidisciplinary
        approach for its treatment. The four chief characteristics of geriatric failure to thrive
        are impaired physical function, malnutrition, depression, and cognitive impairment [7]. Failure to thrive is commonly used as a
        nonspecific diagnosis when a patient loses weight due to an unknown cause. After the
        diagnosis is made, it stimulates further assessment and interventions. Each of the domains
        of geriatric failure to thrive should be evaluated to determine areas in which the elder is
        having difficulty.
Geriatric practitioners often order extensive diagnostic work-ups for these patients, which do not always reveal a reversible cause. It is a challenge to differentiate disease states common for older patients versus "normal aging." Furthermore, large amounts of Medicare dollars are paid to hospitals at the very end of the patient's life [8]. This raises the ethical dilemma of providing "futile care" that is cost intensive and yields few benefits.
Despite costly, time-intensive medical evaluations, 25% to 35% of patients with geriatric failure to thrive have no obvious medical cause for this weight loss [1,9]. If weight loss is attributed to the normal aging process, this can prevent early interventions from being employed.

SARCOPENIA



Sarcopenia can be defined as an age-related loss of skeletal muscle mass and strength that usually occurs after 60 years of age [10]. Decreased strength leads to decreased function, and this functional decline can result in multiple complications, including falls, fractures, cognitive impairment, depression, and loss of independence. Nursing home residents are at special risk, as inactivity and immobility lead to muscle wasting [11,12,13]. This wasting is accelerated when nutritional deficits are present, and studies report that 18% to 60% of residents of nursing facilities are undernourished [14,15].

CACHEXIA



Cachexia is a physical wasting with weight and muscle mass
        loss, usually secondary to chronic progressive diseases such as cancer, acquired immune
        deficiency syndrome (AIDS), and chronic obstructive pulmonary disease (COPD). An estimated
        10% of nursing home residents in the United States have cachexia [16]. Cachexia is a hypermetabolic state in
        which loss of body mass cannot be reversed nutritionally. The mechanisms that cause cachexia
        are poorly understood, but inflammatory cytokines and metabolic imbalances probably play a
        role [17,18]. Cachectic patients often have a poor prognosis due to multiple medical
        comorbidities. Cachexia is seen in the late stages of almost every major chronic illness,
        affecting an estimated 16% to 42% of people with heart failure, 30% of those with COPD, and
        up to 60% of people with kidney disease [18].

ANOREXIA OF AGING



Anorexia of aging, also known as age-related wasting, is a complex problem with physical, psychologic, and sociologic causes [19]:
    
	Physical causes: Medical illness, comor- bidities, functional decline, sensory loss, reduced smell and taste, water and sodium imbalance, reduced thirst and ability to concentrate urine, medication side effects, and early satiety
	Psychologic causes: Cognitive impairment, delirium, depression, and/or psychiatric illness
	Sociologic causes: Poverty, lack of family support, isolation, dependency, substandard living conditions, and elder abuse


In addition, there is usually a component of sarcopenia and/or cachexia present. When undesired weight loss and/or malnutrition occur in the elderly patient, it becomes a complex problem requiring a multidisciplinary approach. Unless this syndrome is identified early and interventions begun, the prognosis can be quite poor. An age- or illness-related weight loss or physical decline can quickly progress to a terminal hospice diagnosis.


3. REGULATORY AND LEGAL ISSUES



Weight loss is a serious issue in nursing facilities, and state and federal regulatory agencies monitor undesired weight loss as a quality indicator. It is also an area of focus for plaintiff attorneys, and advertisements may encourage loved ones to sue facilities/care providers for weight loss, accusing neglect. Furthermore, inadequate treatment and monitoring of the patient with dysphagia has become a malpractice litigation issue. Plaintiffs may accuse the nursing home or staff members of inadequate screening, evaluation, and/or treatment of the patient with dysphagia [20]. Plaintiff attorneys may assert that adequate treatment and supervision could have prevented aspiration and death.
Undesired weight loss can usually be attributed to medical illness, terminal condition, food refusal, cognitive impairment, psychologic illness, or hypermetabolic state; however, one in four older adults experiencing weight loss have no discernible medical cause [21]. Careful communication with the patient and healthcare proxy, with adequate documentation of options for treatment, provides a basis for defense. Nursing facilities can protect themselves by responding quickly and appropriately, using established protocols for dysphagia management.
ADVANCE DIRECTIVES



Advance healthcare directives allow the patient and family to determine what medical care is desired. State regulations vary regarding how and when advance directives can be used. It is important for healthcare providers to be familiar with laws governing the use of advance directives in the state in which they practice [22]. While it is desirable for a patient to have an advance directive, it may never be a condition of admission or continuance of their stay in a nursing facility.
When caring for any patient with failure to thrive, it should
        first be determined if advance directives exist, and copies of any documents should be
        obtained. If no advance directives exist, it should be determined if the patient is capable
        of making his or her own healthcare decisions. This is called a determination of capacity
        and usually requires the signatures of two physicians. If the patient is deemed incapable of
        making medical decisions, the healthcare proxy will assume the role of medical decision
        maker. A healthcare proxy is a person that is chosen by the patient/family to make
        healthcare decisions for the patient. If there is not a surrogate designated, a close family
        member or personal friend may be appointed the proxy.
There are many types of medical care that a living will can address [22]. A do not resuscitate (DNR) order is a pre-hospital determination stating that the patient does not want cardiopulmonary resuscitation (CPR), ventilatory support, or other heroic lifesaving measures. It is important to note that this does not prevent other life-sustaining treatments (e.g., artificial nutrition, hydration) and will not compromise the level of care given [22].
The concept of living wills grew from the limitations of DNR
        orders. These legal documents predetermine the medical care that will be accepted and
        refused. It may also designate a healthcare proxy or organ donation. If lifesaving or
        life-prolonging treatment is warranted and the patient is unable to communicate his or her
        preferences, the living will is activated. The living will should be as detailed as
        possible, and a physician should review the contents with the patient, if possible, to
        ensure understanding. A nutrition/hydration directive may be created in order to ensure that
        a patient's/proxy's wishes regarding nutrition and hydration care are followed. This
        clarifies whether a feeding tube may be inserted or IV fluids administered. In some cases,
        patients may refuse a gastric feeding tube but allow IV hydration or blood transfusion [22].
If a patient/proxy and healthcare provider determine that further hospitalizations would not be beneficial, a do not hospitalize (DNH) order may be made. A DNH allows care to be provided in a nursing facility or home. These orders are often made when further hospitalizations would most likely cause further pain, suffering, or complications, and the patient would rather be cared for by familiar caregivers. If a patient's/proxy's wishes are contrary to a healthcare professional's recommendations, he or she may be required to sign a refusal of treatment. This document indicates that the patient or responsible party has received informed consent regarding treatments, procedures, specialty referrals, diagnostics, and recommendations and has declined the recommendation. In addition, a waiver of responsibility may be necessary. This form is designed to relieve responsibility of the nursing facility when a patient does not follow recommendations. It is most commonly used when the patient/proxy refuses fluid restrictions, dietary modification, or thickened liquids. Many facilities do not allow waivers, as they may not adequately protect from litigation.
At times, advance directives may be difficult to implement due to pressure from family or the facility. When a patient has a living will and has clearly communicated end-stage desires and wishes to family, problems following a directive should be minimal. In other cases, there may be no advance directive and family members must make these difficult, and often divisive, decisions without knowing the patient's last wishes. Family members who may or may not have a close relationship with the patient can revoke living wills, DNRs, and other directives; they may be in denial of the patient's declining condition or have a personal agenda. Social workers are instrumental in the process of determining advance directives and communicating with families.
Medically futile care consists of medical diagnostics, treatments, or procedures that most likely will not provide a meaningful benefit to the patient. This is a difficult issue, particularly when the physician recommends withdrawing or withholding treatments and the family wants everything possible done. Ethics committees are useful resources when there is conflict that cannot be resolved.
It can take several hospitalizations or trips to the emergency room before family members or patients will be ready to sign DNR or DNH directives. In addition to debilitating illness, patients may be physically restrained at the hospital, usually to prevent them from falling or pulling out IVs or tubes. Physical or chemical restraint causes a forced immobility, potentially leading to pressure sores and muscle wasting.
Long-term care facilities have regulations and practices regarding physical restraints and have protocols to be followed when a restraint is required; some pride themselves on being a restraint-free environment. These facilities can utilize creative means to keep patients from harming themselves, including bed and chair alarms, activity programs, and low beds with mats on either side to prevent injury should the patient get up unassisted and fall. Physical and occupational therapists can be instrumental in initiating programs to promote patient safety and prevent falls. The least restrictive method of physical restraint is the most desirable for patients and facilities.

GASTRIC FEEDING TUBES



Gastric feeding tubes are commonly seen in nursing
        facilities, and they can be used for years to provide medications, hydration, and nutrition.
        Feeding tubes are routinely used for progressive neurologic diseases (e.g., Parkinson
        disease), stroke, and radiation therapy of the head or neck. However, gastric feeding tubes
        are not recommended for patients with advanced dementia, and there is no evidence that
        placement of a feeding tube improves the quality of life or survival in these patients [23,24]. Complications that can occur with a feeding tube include aspiration,
        infection, and tube dysfunction. In some cases, gastric feeding tubes prolong pain and
        suffering at the end of life. The impact of these potential complications should be
        considered before a gastric feeding tube is prescribed. Evidence-based information about
        feeding tube placement should be given to patients and family members to assist them to make
        informed decisions.


4. ASSESSING FOR GERIATRIC FAILURE TO THRIVE



WEIGHT LOSS




Evidence Based Practice Recommendation

According to the American Academy of Family Physicians, unintentional
          weight loss of 5% or greater within 6 to 12 months is associated with increased morbidity
          and mortality in older adults and should prompt evaluation.
https://www.aafp.org/pubs/afp/issues/2021/0700/p34.html

             Last Accessed: March 22, 2024
Level of Evidence: B (Consistent
          findings from multiple prospective cohort studies with good follow-up)


Most nursing facilities have protocols to be followed when a resident has a 5% weight loss in one month or a 10% weight loss in six months. Physician notification, dietician consults, and speech therapy evaluations are usually the first interventions.
Dieticians perform nutritional assessments, recommend liquid
        supplements, discontinue restrictive diets, obtain calorie counts, determine food
        preferences, recommend protein supplements, and add nutritious snacks. Dieticians or dietary
        technicians should evaluate a patient's nutritional status regularly: upon admission to a
        nursing facility, quarterly, and in case of significant change in weight.
The Mini Nutritional Assessment (MNA) is a validated tool often used to evaluate the nutritional status of elderly persons [25,26,27]. The MNA is inexpensive, quick, and easy to administer. The short-form version consists of a six-item checklist that assesses the patient's food intake, mobility, weight loss, psychologic stresses and problems, and body mass index (BMI). Calf circumference can be substituted if BMI cannot be obtained. The MNA can quickly identify elderly at risk of malnutrition and guide nutritional intervention. A copy of the MNA may be accessed online at https://www.mna-elderly.com.

DYSPHAGIA



Assessment and interventions for causes of dysphagia are often necessary in patients with geriatric failure to thrive. A speech therapist will evaluate the patient's swallowing ability and can test for sensory deficits. Dysphagia assessments may include bedside assessment of swallow, the videofluoroscopic swallowing study (VFSS), and the fiberoptic endoscopic evaluation of swallowing (FEES) [28,29]. Both the VFSS and the FEES can detect laryngeal penetration, tracheal aspiration, and pharyngeal residue. The VFSS is more commonly known as the modified barium swallow study, which is usually performed at acute care or diagnostic facilities [28].
During the assessment period, the speech therapist will try different food and fluid consistencies. Thickening of liquids is one of the most common treatments for dysphagia, and thickened liquids are routinely tried during modified barium swallow studies, especially if a patient demonstrates difficulty with thin liquids. The degrees of thickness or viscosity are generally categorized as regular or unthickened (nothing added); nectar-like or nectar-thick; honey-like or honey-thick; or pudding-like or pudding-thick [30]. After assessment and testing, the speech therapist will determine the consistency of food and fluids most appropriate for the patient.
Patients often are at risk for aspiration secondary to
        dysphagia, and this complication is considered life-threatening. Therefore, patients with a
        diagnosis of dysphagia should be carefully monitored for signs of choking and/or pneumonia.
        Signs of dysphagia or aspiration include [31]: 
	Coughing or choking associated with eating
	Excessive swallowing
	Throat clearing
	Gargling sound while eating
	Wet voice
	Sensation that something is stuck in throat
	Food or liquid spilling from the mouth
	Sneezing
	Food pocketing in mouth
	Recurrent pneumonia
	Chest or lung congestion
	Desaturation while eating


After a thorough assessment of a patient's swallowing and speaking ability is complete, a program to restore nutrition and intake by mouth will be established. The restorative dining program consists of intensive education, assistance, and supervision with meals to restore swallowing ability. The speech therapist may also work with patients with gastric feeding tubes in order to restore oral feedings.
The use of neuromuscular electrical stimulation (NMES) to provide assistance in swallowing rehabilitation has been extensively studied. This involves the application of electrodes to the neck that provide small electric currents to strengthen and retrain the muscles involved in swallowing. Patients who are unable to regain their swallowing function after a stroke or other debilitating illness may be good candidates for this type of therapy, especially when other techniques have failed. Most experts agree that NMES is a promising technique for swallowing rehabilitation; however, they also state that additional research is needed to provide evidence of its efficacy [32,33,34,35,36].
In cases of irreversible dysphagia, a gastric feeding tube may be the only option to maintain nutrition. Either the patient or the healthcare proxy may decline a feeding tube and elect to have oral feedings despite the risk of aspiration and choking. This is an instance in which obtaining a waiver of responsibility may be appropriate. Some facilities may be uncomfortable allowing a patient to eat a regular diet or drink thin liquids when tests have proven the patient to be at high risk for aspiration. It is important to note that a waiver may not provide adequate legal protection against litigation.

CANCER EVALUATION



It is important to evaluate patients for metabolic or treatable causes of weight loss, including cancer. The incidence of cancer increases with age, and screening for cancer and evaluation of risk factors are essential parts of the assessment of geriatric failure to thrive, with special focus on screening for the most common types of cancer (Figure 2).
Figure 2: MOST COMMON SITES OF NEW CANCER DIAGNOSES AND CANCER DEATHS, 2024: MALE AND FEMALE, UNITED STATES—ALL RACES
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Source: [37]


Each patient should be carefully evaluated on an individual basis, taking into consideration patient age, advance directive, and functional and mental status. Clear communication with the patient and/or healthcare proxy along with clarification of any and all advance directives is necessary. Patients or patient representatives should feel empowered to accept or decline diagnostic procedures or treatments.
Digital rectal exam (in men), fecal occult blood test, prostate-specific antigen test (PSA), breast exam or mammogram (in women), and a chest x-ray are vital aspects of a comprehensive cancer screening when cancer is suspected; routine screening of older individuals with limited life expectancy is generally not recommended. Diagnostic and laboratory tests may be completed, even when surgery or treatment is not advised, in order to guide the treatment of geriatric failure to thrive.

PHYSICAL ASSESSMENT



A thorough baseline evaluation is necessary for all patients
        with unexplained weight loss. History taking and a complete and accurate physical assessment
        lay the foundation for further treatment, monitoring, and follow-up. A patient's baseline
        physical function and health should be determined before assessing for abnormalities.
        Changes associated with normal aging may include loss of subcutaneous fat from face and
        periphery (re-deposited to the abdomen and hips), shorter stature, shrinkage of muscle mass,
        kyphosis, and senile ptosis or ectropion. Many geriatric patients have chronic medical
        conditions, and seemingly abnormal exam findings may actually reflect these long-term
        illnesses (Table 1) [7]. Common findings in the geriatric patient
        may include heart murmurs and cardiac arrhythmias, chronic skin lesions such as seborrheic
        keratoses, orthostatic hypotension, sensory deficit (e.g. visual, hearing), and arthritic
        deformities. Good history taking with input from family members and staff will help
        differentiate problems that require intervention from normal findings for that patient. In
        addition to standard physical assessment, special attention should be paid to cancer
        detection, as discussed, and gastrointestinal tract disorders.
Table 1: COMMON MEDICAL CONDITIONS ASSOCIATED WITH GERIATRIC FAILURE TO THRIVE
	Medical Condition	Cause of Failure to Thrive
	Cancer	Metastases, malnutrition, cancer cachexia
	Chronic lung disease	Respiratory failure
	Chronic renal insufficiency	Renal failure
	Chronic steroid use	Steroid myopathy, diabetes, osteoporosis, vision loss
	Cirrhosis, history of hepatitis	Hepatic failure
	Depression, other psychiatric disorder	Major depression, psychosis, poor functional status, cognitive loss
	Diabetes	Malabsorption, poor glucose homeostasis, end-organ damage
	Hip, other large-bone fracture	Functional impairment
	Inflammatory bowel disease	Malabsorption, malnutrition
	Myocardial infarction, congestive heart failure	Cardiac failure
	Previous gastrointestinal surgery	Malabsorption, malnutrition
	Recurrent urinary infections or pneumonia	Chronic infection, functional impairment
	Rheumatologic disease (e.g., temporal arteritis, rheumatoid arthritis, lupus erythematosus)	Chronic inflammation
	Stroke	Dysphagia, depression, cognitive loss, functional impairment
	Tuberculosis, other systemic infection	Chronic infection


Source: Reprinted with permission from Verdery RB. Clinical evaluation of failure to thrive in older people. Clin Geriatr Med. 1997;13(4):769-778.


The initial physical assessment includes baseline measures of BMI, height, weight, triceps skinfold measurement, calf measurement, full vital signs, and oxygen saturation. To calculate the BMI it is necessary to have an accurate height and weight. BMI calculators and charts are readily available for easy calculation. If either height or weight is unavailable, calf circumference may be used. Patients with a BMI of less than 22 are considered at risk (Table 2).
Table 2: BMI WEIGHT STATUS CATEGORIES
	BMI	Weight Status
	Less than 18.5	Underweight
	Less than 22	Hospice criteria
	18.5 to 24.9	Normal
	25 to 29.9	Overweight
	30 and greater	Obese


Source: Compiled by Author


Oral examination findings in patients with geriatric failure to thrive may include candidiasis, dental problems, oral lesions, xerostomia, and post-nasal drainage. Monitoring oxygen saturation while having the patient swallow fluids can detect risk of aspiration. Choking or coughing while drinking fluids may or may not indicate aspiration; coughing may actually be a defense mechanism preventing aspiration. If a patient's oxygen saturation drops while eating or drinking, further evaluation and referral to speech therapy is necessary.
Xerostomia, or dry mouth, is a common complaint in geriatric patients [9]. It can be a side effect of a medication or of radiation to the head or neck. Poor dentition is a contributing factor. Over-the-counter sprays, mouthwashes, hard candies, or ice chips can provide some relief. Medications with anticholinergic effects are not generally recommended for elderly patients due to potential adverse effects, such as dry mouth, dysgeusia, constipation, and changes in mental status [7]. If the use of an agent with anticholinergic effects is necessary, the lowest effective dose should be utilized.
Referral to a dentist for management of any dental problems or concerns is crucial. Dental problems lead to decreased oral intake and weight loss. Caries and broken teeth should be restored, and the fit of dental prosthesis should be verified.
Post-nasal drainage and vasomotor rhinitis can contribute to decreased nutritional intake. In these cases, treatment of allergic conditions can help improve oral intake.
Auscultation of the heart and lungs is also necessary in order to evaluate chronic diseases and detect new problems [7]. Normal age-related changes to physiology and parameters should be noted. The chest often increases in anteroposterior diameter with aging. Occasional ectopic beats are common and do not necessarily indicate underlying heart disease. Systolic blood pressure commonly increases with age; diastolic blood pressure usually stays constant. For patients with abnormal cardiovascular findings, additional diagnostics include chest x-ray, electrocardiogram, echocardiogram, and 24-hour Holter monitoring.
Disorders of the gastrointestinal tract can cause weight loss. The aging abdomen often has increased deposits of subcutaneous fat and thinner musculature. Peristalsis may be visible, in the absence of obesity. Osteoporotic kyphosis causes a protuberant appearance of the abdomen. Medications may cause gastrointestinal side effects, such as nausea, heartburn, and constipation.
Examination of the abdomen may reveal hepatomegaly, masses,
        constipation, distention, hernias, ascites, and tenderness. Bowel and bladder patterns and
        function should be assessed, using the patient's normal patterns as a baseline. Conditions
        such as atrophic gastritis, gastric or peptic ulcer, constipation, lactose intolerance,
        diverticulosis, colitis, and diabetic gastroparesis may be the cause of significant weight
        loss. Diagnostic approaches for abnormal exam findings may include abdominal or pelvic
        ultrasounds, fecal occult blood test, and kidneys, ureters, and bladder x-ray. Referral to a
        gastroenterologist can be crucial for patients' treatment and outcome.
Thyroid function should also be assessed, as both hypothyroidism and hyperthyroidism may result in impaired absorption of nutrients and weight fluctuations. Some patients with hypothyroidism may develop decreased peristalsis, leading to chronic constipation and impaired absorption of nutrients. With hyperthyroidism, patients may display increased appetite secondary to increased peristalsis, diarrhea, and weight loss. If there is accompanying vomiting with abdominal pain, this can lead to malnutrition and a negative nitrogen balance. Screening for thyroid dysfunction, and treating when present, may improve weight loss in some elderly patients.
The neurologic assessment should include sensory evaluation, cranial nerves, focal deficits, strength against resistance, and ambulation/gait evaluation. Documentation of baseline functional status is necessary, noting any assistive devices the patient uses for ambulation, including any splints or braces. If a patient is non-ambulatory and requires assistance for activities of daily living, this should be documented. Elderly patients may have slower responses, benign tremors, and a slower and more deliberate gait. Deep tendon reflexes are less brisk. Assessment of cognitive and mental status is an important aspect of the neurologic evaluation and will be thoroughly explored later in this course.
Baseline physical assessment lays the foundation for the ultimate plan of care. It also facilitates diagnosis of comorbid medical conditions. Documentation of serial measures of BMI, weight, and triceps skinfold thickness will help to track progress or decline. Depending on the patient's progress, the treatment plan can be revised or continued.

ASSESSMENT OF PHYSICAL FUNCTION



Impaired physical function is one of the four domains of
        geriatric failure to thrive, and evaluation of physical functioning is an integral part of
        the geriatric evaluation [7]. It is
        important to determine any changes in mobility and evaluate for signs of a functional
        decline. This decline may be rapid, in cases of hospitalization and severe illness, or
        gradual, with the patient experiencing decreased mobility and independence over a period of
        time. Occupational therapists can provide a complete assessment of a patient's mobility and
        ability to perform activities of daily living (ADLs) and instrumental activities of daily
        living (IADL). The Katz ADL scale assesses six activities: bathing, dressing, toileting,
        transferring, continence, and eating [38,39]. The Lawton IADL scale assesses a
        patient's ability to use the telephone, shop, take transportation, manage a budget, adhere
        to medication regimens, cook, and perform housekeeping and laundry chores [40]. Approximately 34% of adults 65 years of
        age or older reported having some type of disability (i.e., difficulty in hearing, vision,
        cognition, ambulation, self-care, or independent living), and 49% of adults 75 years of age
        and older reported having difficulty in physical functioning. This ranged from 5% reporting
        it was very difficult (or impossible) to sit for two hours, to 33% reporting it was very
        difficult (or impossible) to stand for two hours [3]. For patients with failure to thrive, assessment of eating and ability
        to feed oneself is particularly important. Recommendations regarding contracture management
        and prevention, need for splints, positioning in wheelchairs or specialty chairs, and the
        need for assistive devices to help with eating may be made. A rehabilitation plan to assist
        the patient to regain independence in daily activities can be helpful.
The patient's current strength, mobility, balance, and safety awareness should all be evaluated. Based on this assessment, assistive devices, such as walkers, canes, wheelchairs, and splints, may be prescribed. For a patient who has declined in function, a physical therapist may create a plan of rehabilitation to return the patient to his or her prior level of function. Rehabilitation may include therapeutic exercises, resistance exercise training, pain management modalities, and gait and ambulation training [41,42].

POLYPHARMACY



Polypharmacy has been described as the use of more than 5
        medications, and excessive polypharmacy is defined as the use of more than 10 medications
          [43]. Known hazards of polypharmacy
        include lack of adherence, overtreatment, adverse drug reactions (including unexplained
        weight loss), and incorrect dose and administration regimen. In addition to these factors,
        physiologic changes of aging cause differences in the absorption, distribution, metabolism,
        and excretion of medications [44].
Elderly patients commonly take medications for many chronic conditions, including diabetes, hypertension, arthritis, and cardiovascular disease, making them at increased risk for the adverse effects of polypharmacy. Geriatric illnesses are often more complex and require referral to medical specialists. Each specialist may order diagnostic testing and medications without a complete knowledge of the patient's comorbidities and other treatments [44]. The primary care provider should perform a risk and benefit analysis to evaluate the need for multiple medications or tests. The primary care provider may then accept or refuse the specialist's recommendation, but should justify any refusal.
Assessment of each patient's medication regimen is crucial and should identify medications that may be causing problems. In each evaluation of a geriatric patient, medication side effects should be an initial consideration, including evaluation of over-the-counter medications, vitamins, and herbal remedies and supplements [44].
As an elderly patient begins to decline or lose weight, some previously prescribed medications may no longer be necessary. For example, lipid-lowering medications may not be necessary in patients who have lost weight or declined. Diuretic doses should be adjusted as necessary, as overdosing can cause azotemia. Insulin dosages should be titrated to reflect weight loss or poor food intake. Collaboration with multiple specialists may be beneficial to determine the necessity of certain medications. For example, a cardiologist may be consulted before stopping or changing doses of beta-blockers or angiotensin-converting enzyme inhibitors.
The risks of certain medications may outweigh the potential benefits in many cases. For instance, a patient 85 years of age with a longstanding history of treatment for atrial fibrillation may no longer be a candidate for anticoagulants. If the patient is at risk for falls, gastrointestinal bleeding, or hemorrhagic stroke, the risks of anticoagulation outweigh the potential benefit and the medication should be stopped. Another important consideration is the patient's adherence to prescribed medications and necessary monitoring. Patients who cannot or will not undergo regular blood test monitoring should not be on a warfarin regimen.
Patients with dysphagia may require changes to their medication routes to accommodate the condition. In some cases, medications may be crushed; if this method is chosen, controlled-release medications should be changed to a formulation that allows this administration. A nurse or family member can provide information regarding whether the patient requires crushed or liquid medications and whether the patient refuses any medications. Consultation with a pharmacist may help to identify any medications that can be reduced or stopped. The consultant pharmacist usually reviews the records monthly and makes recommendations according to state regulations.
The Beers list is a collection of medications potentially
        inappropriate for the elderly patient for a variety of reasons [45,46]. This list identifies medications not recommended for patients 65 years
        of age or older and identifies potentially harmful prescribing practices. Certain
        medications may be detrimental to elderly patients due to extended half-lives, interactions,
        or side effects. For example, benzodiazepines are associated with risk of cognitive
        impairment, delirium, falls, fractures, and motor vehicle accidents in the elderly, and
        before prescribing these medications, it should be clear that the potential benefits
        outweigh the risks [46]. Common medications
        on the Beers list include alprazolam, digoxin, cimetidine, diphenhydramine, lorazepam, and
        naproxen [45,46].
Many patients take over-the-counter allergy, cold, or cough
        medications as sleeping aids, some of which contain acetaminophen/diphenhydramine. Elderly
        patients should be advised to avoid such use, as diphenhydramine is associated with falls in
        this population; another sleep aid can be prescribed [46,47]. Medications that
        patients have taken for years may require re-evaluation if changes in health status
        occur.

LABORATORY EVALUATION



There are a variety of laboratory and diagnostic tests available to evaluate elderly patients whose health is failing, but it is important to refrain from ordering unnecessary tests that will not benefit the patient. Initial laboratory tests to evaluate unintentional weight loss include complete blood count, chemistry profile, thyroid, carcinoembryonic antigen in patients with cancer, urinalysis with culture (if indicated), and fecal occult blood test. Further laboratory and diagnostic tests should be guided by the results of these tests and by history, physical exam, and patient wishes. More extensive testing can include a chest x-ray, PSA, tumor markers, nutritional markers (e.g. vitamin D, vitamin B complex), anemia work-up, drug levels (e.g., phenytoin, digoxin), prealbumin, and albumin.

MENTAL HEALTH AND COGNITIVE EVALUATIONS



Cognitive impairment is another domain of geriatric failure
        to thrive. To fully evaluate geriatric failure to thrive, it is necessary to also assess
        psychologic and sociologic functioning. The Mini-Mental State Examination (MMSE) or Folstein
        test may be used as an objective assessment of cognition, either to establish a baseline
        measurement of mental status or to track progress or decline [48]. It is a 30-item exam that takes
        approximately 10 to 15 minutes to complete. A correct answer for each item is awarded 1
        point, and a score of 25 or more is considered normal. Lesser scores can indicate severe (≤9
        points), moderate (10–20 points), or mild (21–24 points) cognitive impairment. It is helpful
        to document serial scores in the medical record.
Another screening test for dementia is the clock drawing test [49,50]. There are variations in how this test is administered, but it generally consists of asking the patient to draw a picture of an analog clock, complete with numbers, set to a certain time. In some cases, the circle will be predrawn for the patient. Just as there are variations in the test, scoring methods also vary. One system is based on a score of five points as follows: 1 point for the clock circle, 1 point for all the numbers being in the correct order, 1 point for the numbers being in the proper place on the clock face, 1 point for the two hands of the clock, and 1 point for the correct time. Scores of 4 or 5 are considered normal. Studies are mixed on whether the complicated scoring, which is used to determine the severity or stage of dementia, is more effective than a simple pass/fail, but the consensus among experts is that the test is useful for determining whether further testing is required, regardless of the scoring method used [51,52].
This clock becomes part of the medical record and can clearly identify moderate-to-advanced cognitive impairment, although it is not sensitive for mild cognitive impairment or early Alzheimer disease. The clock drawing test is cost-effective and can be performed by trained assistants. Serial clock drawings incorporated into the medical record can document the onset and progression of dementia for geriatric clients [53].
Geriatric Depression Evaluation



Depression is a major cause of weight loss in the elderly, and geriatric depression is a significant health risk, affecting function and quality of life. Assessment for depression is crucial in the patient who has had an unintentional weight loss. Delay in diagnosis may accelerate the decline associated with failure to thrive and may increase morbidity and mortality [7]. Geriatric patients have often experienced multiple losses, including the death of a spouse, peers, or children; loss of independence; loss of health or mobility; and loss of physical or financial independence. Each of these events can induce depression.
The stigma of psychiatric illness may prevent elderly patients from seeking help for depression. They are more likely to complain of physical problems than to mention conventional depressive symptoms (e.g., mood changes) [7]. Therefore, screening should be incorporated into each clinical contact with a geriatric patient. Depression in the elderly may present with confusion, forgetfulness, apathy, slowing of thinking and movement, lack of interest in personal hygiene, and unexplained physical symptoms, including weight loss; however, these signs are often misdiagnosed as dementia in the elderly, making accurate assessment essential [7]. Disruption in sleep, changes in appetite, and psychomotor changes may prompt a patient to seek medical care. When a patient has multiple vague physical symptoms, depression should be included in the differential diagnosis. Suicidal ideation or attempt should be considered a medical emergency.
The Geriatric Depression Scale (GDS) is a self-report
          measure of depression that may be utilized to screen for depression in elderly patients
            (Figure 3) [7,54,55]. The shortened
          version (GDS-S) consists of 15 questions (taken from the long form) that assess mood and
          hopelessness. The GDS-S can be completed in five to seven minutes, which makes it ideal
          for patients who are easily fatigued or limited in their ability to concentrate for longer
          periods of time [55]. A score of 5 or
          greater on this test is considered positive. If a test is positive, referral to a
          psychiatrist specializing in geriatric patients should be made, as these patients do
          respond to depression treatment (e.g., psychotherapy, pharmacotherapy).
Figure 3: GERIATRIC DEPRESSION SCALE (SHORT FORM)
	[image: GERIATRIC DEPRESSION SCALE (SHORT FORM)]



Source: [56]




ELDER ABUSE



Older patients who present with dehydration, malnutrition, and/or failure to thrive may be exhibiting signs of neglect or abuse. In a systematic review that represented 28 different countries, the overall prevalence rate of elder abuse was assessed at 15.7%; 11.6% had experienced psychologic abuse [57]. It is estimated that approximately 1 in 10 Americans older than 60 years of age has been the victim of abuse, including physical abuse, psychologic or verbal abuse, sexual abuse, financial exploitation, and neglect [58,59,60]. Denying food has been explicitly identified as a form of neglect.
Persons being assessed for geriatric failure to thrive should be evaluated for abuse. Certain situations may make some elders more vulnerable to elder abuse [61]. Any elder, for example, who is incapable of taking care of his/her own daily needs and is dependent on another person is automatically in an at-risk situation. The Elder Abuse Suspicion Index (EASI) is a five-item tool that provides practitioners with a very quick sense of whether there is potential presence of elder abuse [62]. It is validated to screen for abuse in patients who are cognitively intact [63]. The EASI has been recommended by the U.S. Preventive Services Task Force and was originally developed for use by physicians, but it can be used by practitioners in diverse disciplines [64]. The following items comprise the index [62]:
    
	Have you relied on people for any of the following: bathing, dressing, shopping, banking, or meals?
	Has anyone prevented you from food, clothes, medication, glasses, hearing aids, or medical care, or from being with people you wanted to be with?
	Have you been upset because someone talked to you in a way that made you feel shamed or threatened?
	Has anyone tried to force you to sign papers or use your money against your will?
	Has anyone made you afraid, touched you in ways that you did not want, or hurt you physically?




5. DEVELOPING A TREATMENT PLAN



When developing a treatment plan, it is important to take a holistic and interdisciplinary approach in order to address all of the domains of geriatric failure to thrive [7]. Input from medical specialists, nursing staff, social workers, and physical, speech, and occupational therapists should be considered. Treatment efforts addressing only the physical effects of geriatric failure to thrive will most likely not achieve the desired results. For patients with both acute and chronic illnesses, acute infections and conditions should be resolved before a longer term plan is implemented.
During periods of acute illness, an elderly patient can experience a decline in function, and resolution of the acute condition may return the patient to his or her baseline. Common acute illnesses that cause physical and cognitive function deficits in older adults include urinary tract infection, pneumonia, dehydration, and exacerbation of congestive heart failure or COPD. Extended periods of bed rest also prove detrimental and can cause severe debility. Delirium can develop, requiring the use of physical or chemical restraints. Acute medical conditions also increase nutritional requirements at a time when nutritional intake is often reduced secondary to poor eating. After the acute issue is resolved, medical treatment may be provided for any other conditions present. Optimization of treatment of chronic illnesses is crucial in the care of patients with failure to thrive.
THE FAMILY CONFERENCE



Family meetings may be difficult but are often productive interactions. These conferences provide an opportunity to present the results of the specialty consults and the tests and assessments that have been performed and for the patient and family to ask questions or request additional information. If further medical care and treatments would be futile or serve to prolong the dying process, this should be conveyed to the patient and family. Advance directives should be reviewed and updated. Any concerns expressed by the patient or family should be fully addressed. The healthcare provider, family members, and patient should leave the meeting with an agreement regarding the plan of care and treatment desired. When patients and family members have a good understanding of the options available, including potential benefits and risks, they are in a position to provide informed consent, and this can help to prevent misunderstandings later.

NUTRITIONAL THERAPY



Correction of vitamin and nutritional deficits is necessary to reverse malnutrition. As such, collaboration with a dietician and a speech therapist is essential when caring for patients with failure to thrive. The speech therapist can determine the consistency of food best suited for the patient's needs and can recommend modifications to the established diet. The patient may require thickened liquids, puréed diet, mechanical soft diet, or other variation. Some patients will benefit from a restorative dining program, as supervision, encouragement, and socialization may increase food intake.
Discontinuation of restricted diets is an appropriate step for the patient with malnourishment. Therapeutic and restrictive diets do not promote adequate energy intake and should be thoroughly reviewed for each patient [65]. For example, the American Dietetic Association recommends a liberalized diet approach for nursing home residents [66]. A dietician should assess patients' food preferences and determine if oral nutritional supplements would be appropriate and accepted by the patient. The most common approach is to provide liquid nutritional supplements, shakes, and puddings between meals, with the goal of increasing calorie consumption. Geriatric patients may eat most of their calories at breakfast, which should be accommodated. It is important to provide high-calorie, fortified foods when the patient's appetite is greatest [7].
The first line of treatment for most patients living in nursing facilities is administration of oral liquid nutritional supplements. These are added to the plan of care and generally administered by nursing staff and dietary assistants. Compliance with the treatment plan can be an issue, and it is essential to evaluate whether the supplements are offered and taken as prescribed.
Fortified foods are prepared with extra protein and calories to provide a more calorie-dense food. The addition of one-third cup of instant, nonfat dry milk adds 80 calories, 8 g protein, and 12 g carbohydrates. The addition of butter, milk, and cream boosts calorie intake as well, and oral protein supplements are available to help reverse protein malnutrition. Making the supplements appealing to the patient is an ongoing challenge.
Families can play a large role in reversing malnutrition in a nursing facility. When the family is present for a meal or brings in the patient's favorite food, intake is improved [7]. Patients may complain that they do not like the food that is served, and family members are better equipped to cater to any ethnic preferences. Family members can often coax their loved one to eat their meal and take liquid nutritional supplements. Dedicated staff members and caregivers can promote positive outcomes by making sure supplements are offered and taken.
Vitamin Deficiencies



A number of common vitamin and mineral deficiencies may occur in patients with failure to thrive. Deficiencies may occur from not consuming enough fresh, nutrient-rich foods and/or from malabsorption disorders of the gastrointestinal tract. Common nutrient deficiencies include vitamin B12, vitamin D, iron, and zinc. In most cases, deficiencies will resolve with the administration of vitamins and supplements.

Vitamin D



The consequences of vitamin D deficiency include muscle weakness, body sway, osteomalacia, and a tendency for falls and fractures [67]. Many elderly persons are not exposed to enough sunlight each day for adequate vitamin D synthesis. Supplementation with 800 IU of vitamin D daily is recommended and has been shown to reduce falls [68,69].

Vitamin B12



Vitamin B12 deficiency occurs due to inadequate dietary intake or impaired absorption. It may be associated with neurologic symptoms such as tingling of extremities, fatigue, irritability, depression, weakened concentration, and impaired memory [70]. It is fairly common in the elderly population due to decreased or absent intrinsic factor secondary to atrophic gastritis, achlorhydria, or previous gastric surgery. Deficiency may also be caused by medication side effects, such as those associated with the prolonged use of proton pump inhibitors. Vitamin B12 deficiency is traditionally treated by injectable cobalamin but is also effectively addressed with an oral supplement 1–2 grams daily.
Eldertonic is a vitamin B complex elixir with zinc, manganese, and magnesium in an alcohol base. The usual dose is 15 cc given three times daily, just before meals [70]. It is similar to a before meal alcoholic drink with a sherry base. Although some patients may find it distasteful and refuse to take it, no significant side effects have been noted [71]. It is associated with a mild anecdotal appetite improvement, which may be the result of correcting zinc and vitamin deficiencies.

Zinc



Zinc deficiency is common in the institutionalized and homebound elderly patient. Zinc is needed for protein synthesis and is important in wound healing and skin repair and renewal. Zinc deficiency is caused by inadequate intake, gastrointestinal malabsorption, or increased zinc losses from the body (e.g., with diarrhea) and is associated with increased inflammation in older patients [72]. A diet lacking in zinc can lead to frequent infections, delayed wound healing, reduced appetite, decreased taste and smell, poor skin condition, and white flecks on the nails. A replacement dose of 50 mg elemental zinc per day is recommended.

Iron



Iron deficiency leading to anemia is a common finding in the elderly patient, affecting an estimated 3 million elderly Americans [73]. The most common causes include iron deficiency (with or without blood loss), chronic disease/inflammation, and chronic kidney disease [73,74]. Serum ferritin levels less than 45 mcg/L are suspicious for iron deficiency in the elderly [75]. Iron replacement therapy should be undertaken cautiously, as high iron stores can also be detrimental.
It is important to identify the cause of anemia and to treat accordingly. This often includes a gastroenterology evaluation [73]. Ferrous sulfate 200 mg three times a day is usually sufficient to replenish iron stores. It is important to consider ordering stool softeners at the same time, as constipation and fecal impaction are side effects. Supplementation should continue for three months past correction of the deficiency.


GERIATRIC PSYCHIATRY REFERRAL



In addition to multiple medical comorbidities and psychiatric disorders associated with aging (e.g., dementia), the geriatric patient may have longstanding psychiatric illness, such as bipolar disorder or psychosis, requiring multiple medications [76]. This makes treating the geriatric psychiatric patient quite complex.
There are multiple long-term complications associated with
        typical and atypical antipsychotic medications, including pharmacokinetic and
        pharmacodynamic changes, limitations, and cardiovascular and other adverse effects (e.g.,
        gastrointestinal, liver) [76]. A patient may
        develop a Parkinsonian syndrome secondary to long-term antipsychotic use, resulting in
        dysphagia, tremors, difficulty performing activities of daily living, and difficulty
        feeding, all of which can result in unintentional weight loss [76]. Prior to changing longstanding medication
        regimens, a geriatric psychiatrist should be consulted in order to help prevent exacerbation
        of the underlying psychiatric illness.
Psychiatric symptoms associated with dementia, such as anxiety or agitation, may cause an increased energy demand. Psychiatric symptoms such as pacing, hyperactivity, repetitive behaviors, insomnia, and mania all can lead to weight loss. These symptoms should be effectively managed. Referral to a psychiatrist or psychologist is recommended in cases of continued weight loss, treatment failures, and additional behavioral problems.

PHARMACOLOGIC THERAPY




Evidence Based Practice Recommendation

The American Geriatrics Society recommends avoiding the use of
          prescription appetite stimulants or high-calorie supplements for treatment of anorexia or
          cachexia in older adults; instead, they recommend optimizing social supports,
          discontinuing medications that may interfere with eating, providing appealing food and
          feeding assistance, and clarifying patient goals and expectations.
https://www.americangeriatrics.org/sites/default/files/inline-files/AGS%20Choosing%20Wisely%20Poster.pdf
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Potential underlying causes of unintentional weight loss should be fully assessed and treated prior to initiating pharmacotherapy for geriatric failure to thrive. Each patient should be evaluated on an individual basis prior to prescribing an appetite stimulant. The medications commonly used and discussed in the following section are not approved by the U.S. Food and Drug Administration (FDA) for appetite stimulation in patients with failure to thrive.
Mirtazapine



Mirtazapine is an atypical antidepressant with noradrenergic and specific serotonergic effects. It is indicated for major depressive disorder in the elderly; the starting geriatric dose is 7.5 mg at bedtime [47]. This can be increased to a maximum of 45 mg, if necessary. Mirtazapine's antihistamine-like effects are more pronounced at the 15 mg daily dosage. Mirtazapine has been studied for treatment of depression, anxiety, and anorexia nervosa with depression, with weight gain as a secondary endpoint. The weight gain usually occurs early in therapy. It has not been shown to be effective for weight gain in nondepressed individuals. Its sedating effects can be useful for patients with sleep disturbances or anxiety.

Dronabinol



Dronabinol is a schedule III drug that contains delta-9-tetrahydrocannabinol (THC), the major active component of cannabis. It is FDA-approved to treat AIDS-related anorexia and refractory nausea and vomiting secondary to chemotherapy [47]. Dronabinol may also improve disturbed behavior in patients with Alzheimer disease [83]. Dronabinol is available in doses of 2.5 mg, 5 mg, and 10 mg in a gel cap that cannot be crushed and as an oral solution with a calibrated oral dosing syringe [47]. When used for geriatric failure to thrive, it is usually given one hour before meals (lunch and dinner). It has also been used as a single dose at bedtime due to central nervous system (CNS) side effects.
More research is needed regarding the use of dronabinol in the elderly population. Precautions should be used if this drug is prescribed to patients with liver disorders or seizure disorders [47]. There may be significant CNS side effects, including somnolence, emotional lability, and euphoria.

Megestrol Acetate



Megestrol acetate is a synthetic progestin and antineoplastic agent product, originally used for patients with cancer. Its use for weight loss in geriatric patients without cancer or AIDS is considered off label [47]. In small studies, megestrol has been effective at increasing appetite in certain geriatric patients at higher doses, although the actual impact on weight gain appears slight and side effects are common [77,78,79,80]. It has the potential to increase hypercoagulability, leading to thromboembolism. In addition, megestrol has glucocorticoid-like activity, which can potentially cause adrenal insufficiency and worsening of diabetes. New-onset diabetes and exacerbation of pre-existing diabetes have been reported with long-term use [47]. A case report associated megestrol acetate to two cases of osteoporosis; higher dosages of megestrol are associated with decreased bone density and may be associated with bone loss and fractures [82].
While megestrol has had some positive results for
          weight gain in the past, the potential drawbacks limit its use in practice. Patients with
          a history of thromboembolism should not receive megestrol. The Beers list includes
          megestrol acetate as a potentially harmful drug in the elderly, and its use should
          generally be avoided [81].

Anabolic Steroids



Anabolic steroids have been used in elderly patients with unintended weight loss with varying results. However, the side effects may prohibit their use in the geriatric population. Adverse reactions may include hyperglycemia, aggression, agitation, psychosis, and osteoporosis [84]. Anabolic steroids are possibly best well known as the substance that athletes use to increase muscle volume and strength. The Anabolic Steroids Control Act classifies steroids as a controlled substance [85,86]. It is a criminal offense for providers to prescribe an anabolic steroid unless it is used to treat a disease or medical condition.
The anabolic steroid nandrolone decanoate was the subject of a study of hip fracture recovery in elderly women [87]. In this study, a small dose was administered to determine if it could preserve lean body mass. The authors suggest that nandrolone decanoate with vitamin D and calcium supplementation improved body composition, bone mineral density, and clinical function. However, a systematic review found insufficient evidence to support the use of anabolic steroids for rehabilitation after hip fracture in the elderly and recommended that future research focus on a combined intervention of anabolic steroids and nutritional supplements [88].

Other Drugs



Administration of testosterone, growth hormone, and essential amino acids are other approaches to geriatric sarcopenia and cachexia that have had variable results [89,90]. Growth hormone was found to increase lean body mass and decrease fat mass. The side effects may prohibit its use, however, except for in controlled trials [89]. Growth hormone was found to cause insulin resistance, diabetes, and carpal tunnel syndrome. More clinical research is necessary before the use of anabolic steroids, amino acids, or growth hormones can be recommended for geriatric weight loss.



6. MONITORING AND FOLLOW-UP



Close monitoring of the geriatric patient with failure to thrive is essential, with special attention to each applicable domain. In addition, referral to a specialist to better address each domain's unique challenges may be necessary.
IMPAIRED PHYSICAL FUNCTION



Patients being treated for geriatric failure to thrive will undergo regular physical and occupational therapy; the progress reports for this therapy should be reviewed with the patient and family, at which point one can discuss any medical concerns that may be interfering with rehabilitation, including dizziness, medication side effects, uncontrolled pain, unresolved infections, and balance problems. Recommendations for adaptive or assistive devices based on these reports may be made. Referral to neurology, rheumatology, or orthopedics may be considered if physical function is drastically impaired [7].

MALNUTRITION



Patients should be weighed and have a BMI calculated weekly; this can decrease to monthly as the patient stabilizes. A speech therapist will continue assessing for dysphagia. It is important to monitor intake, particularly of liquid oral supplements and vitamin, mineral, and protein replacement. This requires ongoing dietician assessment and monitoring of nutritional status and consideration of a gastric feeding tube, when appropriate. Some patients will require referral to gastroenterology for treatment of underlying medical conditions leading to poor intake (e.g., gastroesophageal reflux contributing to dysphagia, esophageal stricture requiring dilation). Patients should also be assessed for oral pathology, ill-fitting dentures, speech or swallowing difficulties, medication use that might cause anorexia or dysgeusia, and financial or social problems [7].

DEPRESSION



Depression is the most common psychiatric condition in older persons [7]. Geriatric patients with failure to thrive should continue to be evaluated for signs and symptoms of depression and suicidal ideation. If prescribed, the efficacy of antidepressant therapy should be monitored, including adverse drug reactions and necessary adjustments in the medication regimen. Referral to a social worker, psychiatrist, and/or psychologist is strongly advised.

COGNITIVE IMPAIRMENT



Evaluation of psychosocial function should include an assessment of the patient's cognitive status, mood, and social setting [7]. Any behavior problems should be reviewed with the patient, family, and staff. Results of cognitive assessments, such as the MMSE and the clock drawing test, should be evaluated on a regular basis. The role of medical conditions or medication side effects should be considered. If dementia treatment has been attempted, efficacy of the prescribed regimen will be assessed. If necessary, the patient may be referred to neurology, psychiatry, or social work.


7. HOSPICE



Despite adequate evaluation and treatment, certain patients
      with failure to thrive will not respond to interventions. These patients will continue to lose
      weight and decline. If the BMI is less than 22 and significant physical impairment is causing
      disability, the patient qualifies for hospice care [91]. When the patient has declined parenteral feeding or has not responded to
      nutritional support despite adequate caloric intake, a referral to hospice should be
      considered. As noted, geriatric failure to thrive is no longer an acceptable diagnosis for
      hospice according to CMS [4]. Instead, the
      underlying condition most contributory to the patient's terminal prognosis should be noted
      (e.g., malnutrition).
The first step in initiating hospice is to obtain terminal evaluations by two physicians along with an evaluation of competency. After the patient has been certified as terminal, the next step is to have a meeting with the patient and healthcare proxy. Options for hospice care should be thoroughly discussed. When hospice services are recommended as an option, the patient and proxy may be shocked by the seriousness of the patient's condition. If the patient and healthcare proxy desire a conservative and comfort approach to care, then a referral to hospice is initiated. For a patient in a nursing facility, the hospice services will be rendered in the facility; others may use a home hospice service. The patient and family members should be supported through the dying process.

8. CASE STUDIES



CASE STUDY 1



Patient E is a woman, 82 years of age, recently hospitalized for
        pneumonia. Her medical history is positive for hypertension, diabetes, coronary artery
        disease, and heart failure. She is admitted to the rehabilitation center with functional
        decline, unsteady gait, weight loss, and difficulty swallowing; the rehabilitation will be
        short term.
During the initial medical evaluation, the patient appears frail, alert, and cooperative. She is able to answer questions appropriately. Patient E has been living alone in a senior independent living apartment for the last seven years. She has a daughter who lives nearby who is very involved in her care. The daughter states that Patient E has been slowly losing weight over the last six months. The patient states she has never been a big eater but admits her appetite is not what it used to be. The daughter has noticed the patient coughing and clearing her throat frequently while eating. Since the pneumonia, Patient E has had poor activity tolerance and requires frequent rest periods.
Patient E has both a healthcare proxy and a DNR on record. Her chief complaints are fatigue, poor appetite, leg weakness, and nonproductive cough. Her weight is 107 pounds and height is 5 feet 4 inches, with a BMI of 18.4, which is slightly underweight. She appears frail, though alert and cooperative. She is in no apparent pain or distress sitting up in a wheelchair. Upon initial physical examination, her blood pressure is 104/60 mm Hg, apical pulse 86 beats per minute, regular rate and rhythm with systolic ejection murmur (grade 2/6). Her respirations are 22 breaths per minute, with an oxygen saturation of 92% (on room air). Respirations are even and unlabored at rest, and crackles are noted in the right base. Patient E's abdomen is soft and nontender with active bowel sounds. Trace ankle edema are present bilaterally, and muscle atrophy and kyphosis are noted. The patient displays no focal deficit, and cranial nerves are normal.
Several assessment tests are administered, and the scores of each are noted:
    
	MMSE: 24 (mild cognitive impairment)
	Clock-drawing test: 4 (normal)
	GDS: 6 (suspicious for depression)
	MNA: 7 (malnourished)


In addition, several laboratory/diagnostic tests are ordered. The results are as follows:
    
	Hemoglobin: 10.4 g/dL
	Hematocrit: 31%
	Platelet: 132 platelets/L
	Comprehensive metabolic panel
      	Glucose: 124 mg/dL
	Blood urea nitrogen (BUN): 35 mg/dL
	Creatinine: 1.4 mg/dL
	CO2: 30 mmol/L
	Albumin: 2.9 g/dL
	Estimated glomerular filtration rate: 36 mL/min



	Thyroid stimulating hormone: 2.05 mIU/L, urinalysis-negative
	Vitamin B12: 318 pg/mL
	Vitamin D hydroxyl: 18 ng/mL
	Zinc: 55 mmol/L


A chest x-ray shows right lower lobe infiltrate and cardiomegaly. Finally, the modified barium swallow test indicates aspiration on thin liquids.
The patient is referred to several specialists for evaluation of potential causes of weight loss and continued failure to thrive. After two weeks, the results of the consultations are available. The physical therapist indicates muscle disuse atrophy of both lower extremities, poor endurance, and dizziness upon standing; however, the patient is able to walk 10 feet with assistance and walker. Occupational therapy indicates that Patient E requires assistance with bathing, dressing, and eating. The speech therapist recommends that the patient be placed on a mechanical soft diet with thickened liquids. Finally, the dietician finds that the patient's appetite is fair to poor, as she eats only 25% to 50% of meals. Patient E is resistant to modified diet and supplements; therefore, the dietician recommends liberalization of diet to regular with fortified foods.
Based on abnormal exam and laboratory findings, Patient E is diagnosed with anemia, chronic kidney disease, pneumonia (still on treatment), and functional decline, particularly a decline in mobility and nutritional status. She also displays evidence of vitamin and mineral deficiencies, with low vitamin D, protein, and zinc levels. Her vitamin B12 level is also borderline low. The blood pressure is below normal and may be responsible for the patient's dizziness. She is malnourished, with a low BMI, and symptoms of depression are present.
Patient E is taking several daily medications, all of which are assessed for necessity and potential interactions. Her current regimen includes:
    
	Coated aspirin: 81 mg/day
	Metoprolol: 50 mg twice per day
	Furosemide: 40 mg/day
	Potassium chloride: 20 mEq/day
	Metformin: 500 mg twice per day
	Levofloxacin: 500 mg daily for five more days
	Ipratropium/albuterol: Unit dose per nebulizer every four hours as needed


Evaluation of the medication regimen indicates that the patient's dizziness or weakness upon standing may be due to medication side effects. Furthermore, metoprolol is associated with fatigue in the elderly. Patient E's diuretic dose may need to be decreased due to her elevated BUN level. Metformin is not recommended in patients older than 80 years of age or with creatinine levels 1.4 mg/dL or greater. As a result of this information, the physician orders that the patient's prescriptions for furosemide and potassium chloride be halved to 20 mg/day and 10 mEq/day, respectively. The metoprolol dose is tapered gradually and held if the systolic blood pressure is less than 110 mm Hg.
In addition to adjustments to the patient's existing medication regimen, it was determined that Patient E could benefit from the addition of a medication to address the signs of osteoporosis and a vitamin and mineral supplement. The physician prescribes calcium carbonate with vitamin D 500 mg/200 mg twice daily as well as a daily multivitamin. To treat the patient's depressive symptoms, 7.5 mg of mirtazapine is prescribed to be taken at bedtime.
Supplementary diagnostic tests are ordered, including anemia profile, ferritin level, stool for presence of occult blood, and folate level. Patient E is instructed to return in one week for a follow-up appointment, at which time another blood test and metabolic profile will be completed.
When Patient E returns for her one-week follow-up appointment, her lungs are clearer and she appears to be more alert. Although she continues to complain of fatigue and poor endurance, she is experiencing less dizziness. She has completed the antibiotic therapy for her pneumonia and has been participating in skilled therapy, increasing her assisted walk distance to 25 to 50 feet.
Her vital signs are normal, indicating a blood pressure of 112/64 mm Hg, pulse 88 beats per minute, and respirations 18 breaths per minute.
The patient intake has also improved, as she is reportedly consuming 50% of most meals and accepts one to two cans of liquid supplement daily. She has gained three pounds, to a weight of 110 pounds and a BMI of 18.9, which is considered healthy. Her completed blood test and metabolic panel indicate the following values:
    
	Occult blood test: Negative
	Hemoglobin: 10.5 g/dL
	Hematocrit: 31.8%
	Ferritin: 245 mcg/L
	Folate: 18 mcg/L
	Serum iron: 54 mcg/dL
	Blood glucose: less than 150 mg/dL
	BUN: 29 mg/dL
	Creatinine: 1.4 mg/dL


The physician instructs Patient E and her family to continue on the current plan of care. She is scheduled for a follow-up chest x-ray to confirm the absence of pneumonia, and she is instructed to return to the physician in one month to evaluate the continued effectiveness of the treatment plan.
At her one-month follow-up appointment, Patient E has continued to have daily rehabilitation and her weight has stabilized. She is lucky to have the support of her daughter, who encourages her through the process. Her medical conditions have stabilized, which required adjustments to her medication regimen. The patient has progressed well and is discharged home to her apartment. Future considerations for health maintenance include a dual-energy x-ray absorptiometry scan to evaluate osteoporosis treatment, a mammogram, and a colonoscopy.

CASE STUDY 2



Patient S is a man, 70 years of age, who was admitted to the hospital with altered mental status, exhibiting symptoms of delirium, agitation, and confusion. He was found to have a urinary tract infection and obstructive uropathy leading to acute renal failure. His condition is stabilized, and he is admitted to the rehabilitation facility. The physician completed the initial assessment shortly after his admission to the rehabilitation center. Findings from medical record review indicate a positive history for hypertension and hyperlipidemia. The patient has no advance directives on record, and medical care prior to hospitalization was sporadic. Patient S has lived in a studio apartment for 12 years and does not have any close family members. His support system consists of friends and neighbors. He smokes one-half pack of cigarettes per day and usually drinks two to three beers each day. Prior to hospitalization, he was found by a neighbor; he was delirious, with poor hygiene and incontinent of urine and stool.
Patient S is examined while sitting bedside. His chief complaint is pain in his right knee with walking, though no injury is noted. He also complains of stomach discomfort, gas, and constipation. The patient appears to be suspicious of the physician and makes it clear that he is not staying long. He requests discharge as soon as possible. The patient has gaps in his memory as to what happened prior to hospitalization. He indicates that he eats regularly and does not know why he has lost weight. When dinner is provided, he requests that a beer be provided as well. The Foley catheter is maintained pending further urologic evaluations and treatments.
The initial physical examination indicates that Patient S's height is 5 feet 8 inches, weight 140 pounds, and BMI 21.3; however, the patient's usual weight is 158 pounds. His blood pressure is 134/82 mm Hg, apical pulse 82 beats per minute, and respirations 20 breaths per minute. He has poor dentition, but the mouth is otherwise healthy. The lungs are essentially clear, with slightly diminished breath sounds in the bases. His abdomen is soft and nontender, with active bowel sounds, and the Foley catheter is draining clear, yellow urine. The right knee is mildly edematous and warm to touch. Slight resting tremor is noted of the right hand, but there is no focal deficit. A complete blood test, metabolic panel, and knee x-ray are ordered, as are physical therapy, occupational therapy, speech therapy, and dietician evaluations.
Assessments of function, nutrition, and depression are administered and indicate:
    
	MMSE: 18 (moderate cognitive impairment)
	GDS: 10 (moderate depression)
	MNA: 9 (at risk of malnutrition)


The laboratory tests return the following results:
    
	Hemoglobin: 12.8 g/dL
	Hematocrit: 38%
	BUN: 22 mg/dL
	Creatinine: 1.0 mg/dL
	Thyroid-stimulating hormone: 3.86 mIU/L, urinalysis-negative
	Vitamin B12: 585 pg/mL
	Vitamin D hydroxyl: 22 ng/mL
	Zinc: 88 mmol/L


The knee x-ray displays evidence of mild degenerative joint disease. The physical therapist's report indicates that Patient S has weakness of the lower extremities with unsteady gait. The patient's right knee pain is causing limited range of motion and mobility. In spite of these limitations, the occupational therapist finds that the patient requires minimal assistance with activities of daily living and hygiene. The speech therapist finds that the patient has poor short-term memory and retention, but no difficulty swallowing. Finally, the dietician notes that Patient S eats about 50% of most meals, refuses liquid supplements, and refuses to go to the dining room because "it is depressing looking at all those sick people."
Because the patient has no advance directives on file, he is referred to a social worker for assistance in planning his care. The patient declines DNR and names a neighbor as his healthcare proxy. The social worker notes that it is questionable if the patient will be able to live alone after rehabilitation is completed due to the lack of regular caregiver and the presence of cognitive deficits.
Finally, the patient's medication regimen is assessed. Patient S is currently prescribed the following medications:
    
	Coated aspirin: 325 mg/day
	Amlodipine: 5 mg/day
	Simvastatin: 20 mg/day at bedtime
	Trimethoprim/sulfamethoxazole: One double-strength tablet twice daily for three more days
	Dutasteride: 0.5 mg/day


Based on the laboratory and examination findings, Patient S is diagnosed with moderate cognitive impairment/dementia and has symptoms of depression. The degenerative nature of the patient's joint impairment indicates osteoarthritis of the right knee. Alcohol dependence is suspected, though the patient refuses assistance with smoking or alcohol cessation. The patient is dyspeptic and constipated. He has developed obstructive uropathy due to undercare of urology.
Assessment of Patient S's medication regimen shows several undertreated conditions, including no medication prescribed for depression, dementia, or vitamin/mineral deficiencies (resulting from weight loss). It is also noted that the aspirin may be causing adverse gastric effects and that side effects related to antibiotic use may be contributing to the decrease in appetite and food intake.
Patient S is started on a regular diet with fortified foods and high-calorie snacks, with the addition of a daily multivitamin. However, the physician advises the patient to decrease alcohol intake to one beer daily (preferably a low-alcohol type). To address the constipation, daily prune juice and milk of magnesia (30 cc as needed) are recommended. Omeprazole 20 mg taken 30 minutes before a meal is prescribed for the patient's continued dyspepsia. Finally, acetaminophen (1 g three times per day) is added to Patient S's regimen to treat his arthritic knee pain. If the patient experiences side effects of the oral acetaminophen, a topical nonsteroidal anti-inflammatory drug may be substituted. The patient is also instructed on physical therapy modalities to manage his pain, including heat, use of a brace, and massage. He continues physical, speech, and occupational therapy for therapeutic exercises, strengthening, endurance, gait training, and cognitive/memory training.
In addition, Patient S is referred to a urologist, psychiatrist, and social worker for continued care planning. It is important that the patient consider options for long-term care, assisted living, and financial assistance, as returning to living alone in his apartment will likely not be a possibility. He is instructed to return in one week for a follow-up appointment.
At Patient S's one-week follow-up appointment, the patient states that his right knee is still sore but slightly improved and his stomach discomfort is relieved, with improvement in constipation. The patient appears mildly confused but is able to answer questions appropriately. He does have multiple complaints regarding food, staff, and policies of the skilled nursing facility where he has been living. He feels he is making good progress with his therapy and is eager for discharge. The patient also expresses a hope that his catheter will be removed soon. He continues to decline assistance with smoking cessation.
At this visit, Patient S's blood pressure is 130/80 mm Hg, pulse 74 beats per minute, respirations 16 breaths per minute, weight 141 pounds, and BMI 21.4. The report from the urologist indicates the ongoing need for the Foley catheter due to obstructive uropathy. The patient has been scheduled for cystoscopy and ultrasound of the bladder and kidneys. Occupational and speech therapies are to be discontinued this week, but continued physical therapy is necessary for gait training, therapeutic exercises, mobility, and balance with a cane.
The psychiatrist reports an MMSE result of 19 and has diagnosed Patient S with depression and vascular dementia. She recommends computed tomography (CT) scan of the brain with contrast. The patient has been prescribed citalopram 20 mg/day, and the future consideration of cholinesterase inhibitors for dementia treatment is noted. His physician instructs Patient S to continue with the current treatment plan, including following up with psychiatry and urology as necessary.
Although Patient S's weight stabilizes, he never regains the weight loss of 18 pounds. The CT of his brain shows microvascular ischemic changes consistent with vascular dementia, possibly a result of the combined risk factors of alcohol and tobacco use, hyperlipidemia, and hypertension. The potential for self-neglect and inadequate medical care is high, and Patient S is not able to return to his apartment to live independently. The lack of family or caregiver is a contributing factor.
After many discussions and care meetings and the intervention of a social worker, the patient moves into an assisted living facility that is subsidized by the government. He continues to be treated by his urologist and psychiatrist. His appetite improves, but he never returns to his pre-illness status.


9. CONCLUSION



Geriatric failure to thrive is a challenging condition for healthcare providers. It is vital to remember that undesired weight loss in the elderly is generally not a normal part of aging. However, in up to 35% of patients there is no obvious cause for the weight loss.
The four domains of geriatric failure to thrive are impaired physical function, malnutrition, depression, and cognitive impairment. The patient should be evaluated and treated for each area. The MMSE, MNA, and GDS are useful tools for evaluating cognition, nutrition, and depression in these patients. Serial measurements may be used to track progress or decline. A complete physical assessment is also necessary, noting any changes that are the result of normal aging.
Polypharmacy is a significant problem in this population due to side effects, interactions, noncompliance, and use errors. Evaluating patients for adverse drug reactions is crucial. The Beers list of potentially inappropriate medications in the elderly can be used as a guide for prescribing medications. If it is necessary to prescribe a potentially inappropriate medication, the lowest effective dose should be used.
Advance directives are important in determining the care plan. Conferences with the patient and family are crucial for clarifying the goals of care. Taking a multidisciplinary approach is helpful. Referrals to a dietician and/or physical, occupational, and speech therapy are made as indicated. Medical specialists are consulted, as needed, depending on patient needs.
There should be adequate follow-up and monitoring of any interventions taken, with revision of the plan of care when necessary. For patients who do not respond to treatments, geriatric failure to thrive may progress to a terminal condition with poor prognosis. A hospice referral may be appropriate for end-stage care.
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According to the National Center on Elder Abuse, it is estimated that 1 in 10 Americans
        older than 60 years of age has been the victim of abuse. There are some studies that
        indicate that women are more likely than men to be victims of elder abuse. Other demographic
        factors that contribute to risk include unmarried status and non-white ethnic origin.
        Consequently, practitioners will need to become more culturally aware and sensitive to the
        cultural norms, belief systems, and needs of culturally diverse patients in order to provide
        culturally relevant services and interventions for this population. There has been a growing
        interest in the perceptions of elder abuse among ethnic minority populations. This reflects
        a recognition that culture, race, and ethnicity can influence what constitutes elder abuse,
        particularly because definitions of elder abuse reflect a white, middle-class perspective.
        This course will outline the impact of culture, race, and ethnicity on elder abuse and help
        seeking patters for abuse and provide tools for identifying and intervening in cases of
        elder abuse.
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This course is targeted to physicians, nurses, and other allied health professionals who may identify and intervene in cases of elder abuse.
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        other allied health professionals about elder abuse, assessment, and intervention. This
        curriculum will focus on abuse against elders in domestic settings perpetrated by family
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Upon completion of this course, you should be able to:
	Summarize the historical context and scope of elder abuse.
	Define elder abuse and the different forms of elder abuse.
	Identify the general profile of the elder abuse victim.
	Analyze the different classifications of perpetrators of elder abuse.
	Discuss the various theoretical models to help explain the causes of elder abuse in domestic settings.
	Explain how culture, race, and ethnicity color views about family and aging and definitions of and attitudes toward elder abuse and help seeking.
	Discuss assessments for elder abuse victims.
	Describe general mandatory laws for and ethical issues associated with elder abuse, including the role of interprofessional collaboration.
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Implicit Bias in Health Care




      The role of implicit biases on healthcare outcomes has become a concern,
      as there is some evidence that implicit biases contribute to health
      disparities, professionals' attitudes toward and interactions with
      patients, quality of care, diagnoses, and treatment decisions. This may
      produce differences in help-seeking, diagnoses, and ultimately treatments
      and interventions. Implicit biases may also unwittingly produce
      professional behaviors, attitudes, and interactions that reduce patients'
      trust and comfort with their provider, leading to earlier termination of
      visits and/or reduced adherence and follow-up. Disadvantaged groups are
      marginalized in the healthcare system and vulnerable on multiple levels;
      health professionals' implicit biases can further exacerbate these
      existing disadvantages.
    

      Interventions or strategies designed to reduce implicit bias may be
      categorized as change-based or control-based. Change-based interventions
      focus on reducing or changing cognitive associations underlying implicit
      biases. These interventions might include challenging stereotypes.
      Conversely, control-based interventions involve reducing the effects of
      the implicit bias on the individual's behaviors. These strategies include
      increasing awareness of biased thoughts and responses. The two types of
      interventions are not mutually exclusive and may be used synergistically.
    


1. HISTORICAL OVERVIEW



EMERGENCE AND SOCIAL CONSTRUCTION OF FAMILY VIOLENCE



To understand the emergence of elder abuse as a social problem, it is helpful to examine it within the historical context of family violence. It is often assumed that family violence is a recent phenomenon, perhaps because of the amount of media coverage to which we are exposed. However, it is not a recent development. Infanticide, for example, has been practiced since prehistoric times [1].
Spector and Kitsuse assert that a condition (e.g., family violence) becomes a social problem only when individuals and groups make claims that a condition is problematic and argue that the condition should be eradicated or that it is in need of intervention [2]. Child abuse, for example, came to the public's attention in the 1870s when the abuse of a specific young girl was "discovered." The Society for the Prevention of Cruelty to Animals asserted that this young girl should not be abused because, technically, she is an animal [3]. The focus on child abuse waned until the 1960s when Henry Kemp "rediscovered" child abuse, and his article "The Battered Child Syndrome" legitimized it as a social problem [4,5]. The characteristics of this medical syndrome included traumatic injuries to the heads of young children, typically younger than 3 years of age. It became a serious medical problem warranting medical as well as legislative intervention [4].
Similarly, we tend to associate domestic violence with the 1960s, when the feminist movement brought this issue onto the national stage. However, assaults against women by their husbands or intimate partners were not a new social issue. Dobash and Dobash argue that domestic violence has always existed [6]. As recently as the 1970s, a Pennsylvania town had an ordinance that prohibited a husband from beating his wife after 10 p.m. on Sundays [7].
Until the feminist movement focused on the plight of battered women, minimal empirical attention was given to this condition [8]. In 1981, the first National Day of Unity was observed, and since 1984, Domestic Violence Awareness Week has been observed each October [7]. It is against this backdrop that elder abuse emerged in the 1980s as a recognized social problem.

EMERGENCE AND SOCIAL CONSTRUCTION OF ELDER ABUSE



As a form of family violence, elder abuse has existed for millennia, although it did not gain public attention until fairly recently. Anthropologists have described some cultures and societies that abandoned or killed the elderly during times of structural inequalities and tensions [9]. In cultures predominated by agriculture, the need for laborers and disputes over land inheritance fueled family conflict [10,11]. In general, throughout the ages and certainly today, cultural norms dictate what is considered "productive" during the various cycles of the life span [9].
Burston, a physician, published an article about "granny-bashing" in the British Medical Journal in 1975, which promulgated the notion of elder abuse, and the media then began to use the term, which helped to reinforce the seriousness of the problem [12,20]. By the mid-1980s, the gerontology literature began including works on elder abuse, and in 1980 the House Select Committee on Aging heard testimony about the "social problem" of elder abuse (referred to as "parent battering") in the United States [13,19]. Shocking testimony was given about elderly seniors who were beaten, neglected, left in filth, and financially exploited by children, grandchildren, or caregivers [14].
In the United States, the conception of elder abuse was
        closely linked with the concept of child abuse [20]. The picture of a frail elderly parent dependent upon their adult child
        caregiver was disseminated, and because there was no statute for elder abuse at that time,
        lawmakers and service providers turned to the child abuse model with its mandatory reporting
        laws [15,20]. In 1974, an amendment to the Social Security Act created the Adult
        Protective Services (APS) [22]. At that
        time, the purpose of APS was to protect adults with physical and/or mental limitations [25]. However, the APS system became the
        solution when elder abuse became a public issue, allowing action on the matter without
        having to call on additional state funds [15]. Consequently, policies and programs were tailored to look like the child abuse and
        neglect model. For example, both child abuse and elder abuse models require the reporting of
        incidences of abuse through specific channels, the designation of certain professionals to
        report if incidences of abuse are learned, and penalties for violations. In both forms of
        family violence, a third party can intervene if there is suspected child or elder abuse
          [16].
In the late 1970s, there was a shift in attention to elder abuse in nursing homes. The Administration on Aging advocated including elder abuse prevention in the Older Americans Act [25]. In 1978, the Older Americans Act was amended to include the responsibility of each state to develop long-term care ombudsman programs to deal with elder abuse in nursing homes [17]. A public health perspective was also introduced in the 1980s, as the Centers on Disease Control and Prevention implemented more policies and resources in this area [25]. By the 1980s, research tended to focus on elder abuse rather than adult protective services, likely because elder abuse sounded like a more dramatic social problem [105]. In 1987, with the increased public interest in elder abuse, the National Center on Elder Abuse was developed by the federal government to more clearly define elder abuse and neglect as well as to promote awareness and formulate educational programs for elder abuse [17]. By 1991, there were mandatory reporting laws in 42 states; however, a study by the Government Accounting Office found that these laws were not effective in reducing elder abuse [105].
In 2003, Louisiana Senator John Breaux introduced the Elder Justice Act [115]. The title of the Act was meant to support the notion of elder abuse as a human rights issue—the right of all elders to be free from abuse and mistreatment [115]. In March 2010, the Elder Justice Act was passed. It was the first federal legislation enacted to detect, prevent, and prosecute elder abuse [28]. The goal of this act is to "better coordinate federal responses to elder abuse" [18]. As a part of its activities, the Department of Health and Human Services will implement forensic centers to develop elder abuse services, enhance long-term care services by providing more staff training, provide funds to states' Adult Protective Services for more research, detection, and prosecution of cases of elder abuse, and provide funds to long-term care ombudsman programs to respond to elder abuse in care facilities [18]. In 2015, the White House Conference on Aging was held, and elder abuse was identified as one of the four priorities in promoting the well-being of older adults [132].
The interest in elder abuse increased in the 1980s and continues today, partially due to the growth of the elderly population. According to the U.S. Census, in 2019, there were 54.1 million adults who were 65 years or older [31]. By 2060, it is estimated that there will be 94.7 million adults 65 years of age and older in the United States and they will represent 23.4% of the U.S. population [34,210]. In the United States, persons 85 years of age and older are projected to number 19 million in 2060. This rapid growth is attributed to the aging of the baby-boomer generation, and the youngest baby boomer will be 96 years of age in 2060]. In addition, life expectancy has continued to increase. It is projected that by 2036, the number of persons 85 years of age and older in the United States will double, with the number tripling by 2049 [211].
Similarly, the ethnic minority elderly population is growing rapidly. In 2019, there were 12.9 million older adults (24%) in racial and ethnic minority groups in the United States [31]. By 2030, individuals who identify as racial/ethnic minorities will represent 28% of the U.S. population [21]. Between 2014 and 2030, the White population is expected to increase by 46%, compared with 110% for older racial and ethnic minority populations, including Hispanics (137%), African Americans (90%), American Indian/Native Alaskans (93%), and Asians (104%) [21]. These demographic trends have opened the eyes of policy makers and service providers to the needs of the elderly, and the specific needs of minority elderly populations.
Elder abuse remains a largely invisible problem, which is due in part to the fact that the elderly are frequently isolated. Frail elders often do not leave the house, perhaps seen only by a caregiver, allowing their abuse to remain behind closed doors [10]. Also, our society has some misconceptions about this period of life. We generally view the elderly years as "golden," as a period when one retires, travels, and spends time pursuing leisurely activities. Additionally, we believe that the family is a private domain, free from public scrutiny. These factors allow elder abuse to continue to occur in both domestic and institutional settings.

PREVALENCE AND SCOPE OF ELDER ABUSE



In a systematic review that represented 28 different countries, the overall prevalence rates of elder abuse was assessed at 15.7%; 11.6% had experienced psychological abuse [213]. It is estimated that approximately 1 in 10 Americans older than 60 years of age has been the victim of abuse, including physical abuse, psychological or verbal abuse, sexual abuse, financial exploitation, and neglect [23,24,214]. According to data from the National Intimate Partner and Sexual Violence Survey (NISVS), 14% of adults 70 years of age and older had experienced some form of abuse in the past year [215]. In a national study of older Americans (mean age: 75.5 years), 40% of women and 22% of men reported at least one form of mistreatment (i.e., emotional, physical, or financial) [40].
According to a national telephone survey, 1.6% of elderly respondents reported experiencing physical abuse in the past year; 5.2% recounted financial abuse, 5.1% neglect, and 4.6% emotional abuse [26]. In another survey study with 3,005 adults between 57 and 85 years of age, researchers found that only 0.2% disclosed physical abuse in the last year, 9% reported verbal abuse, and 3.5% indicated financial abuse [27]. In a 2020 study, 1.7% of older adults experienced polyvictimization (defined as experiencing multiple types of abuse) [142]. Not surprisingly, inability to accomplish activities of daily living places an individual at more than double the risk of polyvictimization.
The prevalence and scope of elder abuse in institutional settings, such as nursing homes, is not clear, in part due to lack of agreement about definitions [23]. Elderly neglect is typically conveyed as poor care; however, this is a very simplistic definition and does not take into account clinical and legal ramifications [29]. For example, is patient neglect due to staff's poor attitudes, medical negligence, human error, or some other factor?
In two studies on elder abuse in institutions, Buzgová and Ivanová reported that 54% of the staff from 12 different residential homes in the Czech Republic self-disclosed to having perpetrated some form of abuse on their elderly patients in the previous year; 65% of the staff witnessed another employee committing some form of elder abuse [30]. When patients were asked, only 11% reported having experienced some form of abuse by staff, and 5% witnessed another patient being abused by a staff member. A 2022 meta-analysis examined the prevalence rates of elder abuse in long-term care facilities [184]. Researchers found that neglect was the most prevalent (64%) in home care and verbal abuse was most prevalent (21%) in nursing homes. The most significant predictor of neglect was the patient's ability to carry out activities of daily living, with more limitation correlating to greater likelihood for neglect. In a 2019 systematic review, 33.4% of older adults in institutional settings reported psychological abuse, and 14.1% reported physical abuse [216]. Strikingly, 64.2% of staff disclosed to abusing an elder resident. In a study with 1,002 relatives of elderly residents of long-term-care facilities, 16.2% stated their family member had experienced neglect, 13% reported emotional abuse, and 12.7% reported caregiving abuse, which was defined as mistreatment that stemmed from caregiving activities such as withholding or delaying drugs, over administration of drugs, inappropriate uses of physical restraints and forced feeding [32]. The authors noted the limitations of using family relatives as proxies; however, family members are often keen observers of abuse, and because the victim would not be identified in the study, the researchers felt that the relatives could be more truthful [32].
This was consistent with another telephone survey study of individuals who had an adult family member 65 years of age or older living in a long-term care facility [33]. Researchers found that 86% of participants reported that their elder family member experienced neglect, such as staff's failure to ensure personal safety and to provide food, water, and/or medications. Emotional or psychological mistreatment, defined as the elder family member being treated disrespectfully, not being allowed to talk or see family members, or being given the silent treatment, was reported by 79% of participants. In telephone survey of 452 adults with elderly relatives in nursing homes, 24.3% indicated that their relative experienced at least one incident of physical abuse by a staff member [217]. In a qualitative study with 16 family members, neglect appeared to be the most widespread type of elder abuse in nursing homes. Cases of elder abuse were linked to insufficient staffing, lack of individualized patient care, and poor leadership in nursing homes [212].
Sexual abuse experienced by elders in institutional care facilities has been minimally studied. The literature has documented that sexual offenders who sexually abuse elders in care facilities include employees, other residents, family members, and visitors to the facilities [35]. Perpetrators generally target victims who have mental or physical impairments. In one study, researchers found that the largest group of alleged sexual offenders consisted of employees of the facilities (43%) [35]. The majority of these employees provided direct care to the elder residents. The second largest group was other residents of the facility (41%).
As stated, problems in obtaining prevalence rates stem from a lack of a definition of elder abuse [36]. For example, should the definition focus on acts of physical, psychological, verbal, sexual, and/or financial abuse? Some differentiate between different types of neglect: passive and active [36]. Passive neglect or benign neglect refers to when the caregiver is not aware they are injuring or causing harm to the elder, while active neglect is intentional harm [36]. Although the National Center on Elder Abuse (NCEA) recognizes the value of each existing definition, using different definitions will affect the outcome of the scope of elder abuse [23].
Methodologic issues, such as sampling and recruiting participants, are complicated because elder abuse is a private and sensitive topic matter. When race, culture, and ethnicity are added to the equation, it becomes even more complicated. Issues of translating and back-translating instruments, ensuring linguistic equivalence of constructs, and hiring linguistic and culturally proficient interviewers are some issues that arise with cross-cultural research. Consequently, to get a sense of the scope of elder abuse in ethnic minority communities, this course will focus on nonprobability sample studies.

SCOPE AND TRENDS OF ELDER ABUSE IN ETHNIC MINORITY COMMUNITIES



There are few empirical studies that look at the scope of elder abuse in ethnic minority communities. In a large-scale study with a representative sample of 5,777 older Americans obtained through random digit dialing, there were no racial or ethnic differences in rates of emotional and sexual elder abuse among White and non-White individuals (self-classified as Black, Pacific Islander, Native American or Alaska Native, Asian, Hispanic, or other). There were slightly higher rates of physical elder abuse for non-White people compared to White people (3.0% vs. 1.4%, respectively) [37]. In another study with 200 Latino individuals 65 years of age and older, researchers found that 40.4% of the participants had experienced some form of abuse or neglect in the previous year; 25% disclosed experiencing psychological abuse, 10.7% physical abuse, 9% sexual abuse, and 16.7% financial abuse [38]. Some have hypothesized that Hispanic cultural beliefs that promote sharing resources with family members could potentially contribute to financial elder abuse [228].
There have been very few studies of Native American elders and victimization. A 2018 study found that financial abuse was the most common form of elder abuse among this population [218]. An analysis of a sample of 195 American Indians and Alaska Natives using the National Elder Mistreatment Study dataset, found that the overall prevalence rate of elder abuse experienced in the past year was 33%, which was higher than the 17% reported by the larger study population [230].
One study found that 63% of African Americans with impaired decisional capacity experienced some form of financial exploitation [219]. Another study found that the rate of past-year financial exploitation was two to three times higher among African American elders than the national rate [220]. In a telephone survey in Pennsylvania, 693 non-African American and 210 African American persons 60 years of age and older were asked about their experiences with financial and psychological abuse perpetrated by a spouse, child, family member, or another trusted individual [41]. Twenty-three percent of the African American respondents indicated they had experienced financial exploitation since turning 60 years of age compared to 8.4% of their non-African American counterparts. The figures were higher for African Americans regarding psychological abuse (24.4%) compared to the non-African American respondents (13.2%). In another study, Dimah and Dimah examined gender differences among African American elder abuse victims and perpetrators [42]. Forty-eight cases of substantiated elder abuse in a service agency were examined. They found that male elder abuse victims experienced more physical abuse (85%) than their female counterparts (42.9%). African American perpetrators of elder abuse were found to be more often related to their victims. Finally, financial exploitation was a common form of elder abuse, affecting 53% of the male victim cases and 54% of the female victim cases.
In a large-scale study conducted in Chicago with Chinese American elderly, the overall prevalence rate of elder abuse was 15%, with psychological abuse being the most common (10%) [232]. Chang and Moon conducted a study with 100 Korean immigrant elders and found that 34% had witnessed or heard about elder abuse that occurred among friends, family members, or acquaintances [43]. Financial abuse was the most common form. A common example of financial abuse cited from this study was a son stealing from his parents' Supplemental Security Income checks [44]. In a 2019 quantitative study, two groups of older Koreans between 60 and 79 years of age—those residing in Korea and those in the United States—reported similar rates of abuse (23% and 26%, respectively) [221]. In both groups, declining health was correlated with abuse.
In Asia, the topic of elder abuse is receiving increased
        empirical attention. In a study of Korean caregivers and their elderly family members with
        various types of physical and cognitive abilities, the most common forms of elder abuses
        were psychological abuse and neglect [45].
        Almost one-fifth of respondents (18%) disclosed to confining the elder family member in a
        room and 10% admitted to having hit the elder. In a large-scale study conducted in China,
        2,039 individuals 60 years of age and older were interviewed, and 36% of the participants
        indicated they experienced elder mistreatment [46]. Specifically, the prevalence of physical elder abuse was 4.9%,
        psychological abuse was 27.3%, caregiver neglect was 15.8%, and financial mistreatment was
        2% [46]. In another study in China,
        psychological abuse in the past year was reported by 11% of children of elderly parents
          [233]. Risk factors for abuse included
        having depression, being alone (e.g., divorced, widowed), and having a labor intensive job.
        In another survey study of individuals 60 years of age and older living in an urban area in
        China, 35% of the sample (32% men and 42% women) reported elder abuse and neglect [47]. Caregiver neglect was the most common form
        (16.9%), followed by financial exploitation at 13.6%. In Hong Kong, Yan and Tang conducted a
        survey study on the risk factors of elder abuse with 276 elder Chinese individuals, 27.5% of
        whom admitted to having experienced at least one type of abusive behavior perpetrated by a
        caregiver during the past year [48]. The
        findings of the study also found that verbal abuse was the most prevalent, at 26.8%, while
        violation of personal rights (5.1%) and physical abuse (2.5%) were less common. Participants
        who had visual or memory problems and who were dependent on their caregivers were more at
        risk of general abuse and verbal abuse [48].
        In a study of 3,157 older Chinese immigrants, 15% reported experiencing mistreatment by a
        family member [222]. In a separate study of
        2,713 older Chinese Americans, the overall abuse rate was 8.8% [223]. In a study of Chinese women older than 60
        years of age, 15.8% experienced mistreatment [224]. In each of these studies, poorer health status and/or deteriorating
        health were associated with mistreatment.
It is crucial to remember that the lack of research in this area does not imply that elder abuse does not exist in ethnic minority communities. Unfortunately, cross-cultural research in this area requires considerable funding to obtain adequate sample sizes, the development of culturally sensitive instruments, and the hiring and training of interviewers who can meet the tremendous diversity within the many ethnic minority groups.


2. DEFINITIONS OF ELDER ABUSE AND CONTROVERSIES



In general, elder abuse literature has identified three basic categories of abuse and neglect: domestic elder abuse; institutional abuse; and self-neglect or self-abuse. The World Health Organization (WHO) defines elder abuse as "a single or repeated act, or lack of appropriate action, occurring within any relationship where there is an expectation of trust that causes harm or distress to an older person" [225]. However, one of the biggest difficulties in the field of family violence revolves around the definition of the problem. Defining social problems is controversial because the definition determines the prevalence rate of who is counted as abused and who is not. It determines what legislation does and does not cover, and it directs programs regarding the eligibility criteria of who does and does not receive services.
What constitutes elder abuse, mistreatment, and neglect? Must elder abuse include a component of trust between the victim and perpetrator [218]? Often, the terms "abuse," "mistreatment," and "neglect" are used interchangeably. Yet, the definition is extremely important, as it sets the stage for measurement in empirical studies, reporting of incidences by practitioners, and development of policies and programs. In some cases, "abuse in later life" is used interchangeably with "elder abuse," but the former term is usually specific to domestic violence or sexual abuse of an older adult. "Crimes against older adults" refers to burglary, financial scams, and/or theft of older individuals [218].
Abuse is generally perceived as more serious because it is
      viewed as a deliberate or intentional act to harm [10]. Conversely, neglect has generally been viewed as less serious because the
      intent of the perpetrator is not necessarily deliberate. That is, neglect is an act of
      omission—not doing something because of ignorance or some situational factor (such as stress)
        [10]. The Centers for Disease Control and
      Prevention, the NCEA, and other organizations include both an intentional act and a failure to
      act in their definitions of elder abuse [23,49].
Other definitions have focused on the types and categories of
      abusive acts. The NCEA and the Administration on Aging have defined seven different types of
      elder abuse, which are based on state and federal definitions [49,50,218]: 
	Physical abuse: Use of physical force that results
            in injury, pain, and impairment. Examples include slapping, punching, kicking, and
            restraining.
	Sexual abuse: Nonconsensual contact of any
            form.
	Emotional abuse: Infliction of distress, anguish,
            and/or pain through verbal or nonverbal acts.
	Financial/material exploitation: Illegal or
            improper use of the elder's resources, property, funds, and/or assets, without the
            consent of the elder.
	Neglect: Refusal or failure to provide goods or
            services to the elder, such as denying food or medical-related services.
	Caregiver neglect/abandonment: Desertion of an
            elderly person by the individual who has physical custody or who is the primary
            caretaker of the elderly person.
	Self-neglect: Behaviors of the elderly person that
            jeopardize his/her own safety and/or physical health.


The types of elder abuse in nursing homes, categorized as institutional abuse, include physical abuse, psychological abuse, neglect, and financial abuse as identified above [23]. Other forms of nursing home abuse include use of inappropriate restraints, substandard care, overcrowding, authoritarian practices, denying residents' daily activity choices, and labeling troublesome individuals, which results in depersonalized treatment [51]. In a qualitative study of elderly nursing home residents and staff in the Czech Republic, one of the recurrent themes was the violation of rights to make decisions and free choice [52]. Due to the restrictive environment in institutional settings, freedom to make decisions regarding activities of daily living becomes important. The lack of respect for elderly residents' dignity and privacy were also noted as dimensions of abuse in institutional settings.
Another form of elder abuse in nursing homes that has been the subject of limited research is nursing home theft. In a study of 47 nursing homes, 6% of the nursing home staff members reported witnessing colleagues stealing from elderly patients [53]. Another 19% suspected coworkers of stealing.
It is important to remember that these forms of abuse are not mutually exclusive. An older individual who experiences one type of abuse will often be the victim of another form of abuse as well. A study of 842 women 60 years of age and older found they often experienced multiple abuses [54]. For example, 69% of the women who had been abused physically also experienced psychological abuse or controlling abuse.
Overall the definition and conceptualization of elder abuse has been fraught with challenges. Anetzberger offers an updated typology of elder abuse that may be used when assessing the components of abuse [55]:
  
	Perpetrator: Self, trusted other, or stranger or acquaintance
	Setting: Domestic or institutional
	Form: Neglect and/or abuse
	Perpetrator motivation: Intentional or unintentional
	Locus of harm: Physical, psychological, social, financial, and/or sexual


Some have gone a step further to suggest that self-neglect, self-abuse, and intimate partner violence should be included in the category of elder abuse [25,235]. Analysis of existing elder abuse laws in the United States found that there is no single consensus definition of the concept; however, common terms included exploitation, neglect, abandonment, and sexual abuse (each of which was ambiguously defined in many cases) [19].
CASE STUDIES



Read each of the following case scenarios and try to determine what type of abuse was sustained.
Case Study 1



For several weeks, church members noticed that Mr. L, 82 years of
          age, had bruises, cuts, and scrapes on his face, hands, and arms. Mr. L always had some
          plausible explanation and, knowing that he was the sole caretaker for his very ill wife of
          61 years, they did not press the issue. A hospital social worker finally contacted APS
          after Mr. L drove himself to the hospital emergency room, over 20 miles from his home,
          with multiple fractures to his left arm. The APS social worker eventually discovered that
          Mr. L was being attacked by his wife, who was suffering from undiagnosed Alzheimer disease
          and had become combative. Mr. L did not know that his wife's behavior was a part of her
          illness and was protecting her.

Case Study 2



Mrs. J, a long time insulin-dependent diabetic, was admitted to the
          hospital after being brought to her physician's office by a neighbor who became concerned
          after not seeing Mrs. J for several days. Mrs. J finally told hospital staff members that
          she had run out of insulin several days ago and had given her grandson all the money she
          had to go and refill her prescription. He did not return, and Mrs. J did not call family
          members because she did not want to get him in trouble.

Case Study 3



Mr. B, 74 years of age, complains with increasing frequency of pain.
          His physician is puzzled by the complaints because the methadone she has prescribed should
          be controlling the pain. She has already increased the dosage a couple of times and is
          reluctant to do so again. She finally asked a family member to bring in all of Mr. B's
          medications so that she could check for drug/drug interactions or perhaps prescribe
          another medication. Examination of the methadone tablets revealed that someone had
          switched most of the methadone with over-the-counter potassium tablets, which are nearly
          the same size and color. Mr. B's failing eyesight prevented him from being able to tell
          the difference between the very similar tablets. Questioning revealed that Mr. B's niece,
          a former drug addict, had been living with him in exchange for his care, and that she
          prepared his medications each day. The family suspected that she was using drugs again,
          but was reluctant to probe too deeply because there was no one else to care for Mr.
          B.


GENERAL PROFILE OF ELDER ABUSE VICTIMS



There are some studies that indicate that women are more
        likely than men to be victims of elder abuse [56]. Other demographic factors that contribute to risk include unmarried
        status and non-White ethnic origin [57].
        Elders who reside with a caregiver or family with a history of substance abuse, mental
        illness, and violence are more at risk of abuse [56]. One study found that elders who have short-term memory problems,
        psychiatric diagnoses, and/or alcohol problems are more vulnerable to elder abuse [58]. Elders who have poor health and low income
        also appeared to be at risk of elder abuse [55,57]. Many studies that
        have found a relationship between elder abuse and existing health problems, functional
        physical deficits, and frailty. Whether health status is measured with objective evaluations
        or via self-reports, an elderly individual with poor health is at an increased risk of elder
        abuse [254]. Certain personality traits are
        also associated with elder abuse. Those who score higher on measures of neuroticism have
        been found more likely to report elder abuse [255]. Neuroticism is a personality trait whereby one tends to experience
        negative emotions and greater emotional instability. These persons may be more reactive to
        conflicts and tend to focus on negative rather than positive events [255].

TYPOLOGY OF ABUSERS



Several different typologies have been suggested for abusers. In their 2017 study, DeLiema, Yonashiro-Cho, Gassoumis, Yon, and Conrad identified four different abuser categories [226]. The first category is "caregiver abusers," and as the name indicates, these are the individuals are responsible for the care of an older adult. These abusers provide the most support, but may lack sufficient caregiving knowledge and skills. The second category is "temperamental abusers." These persons are caregivers who have difficulty controlling their tempers. The third category is "dependent caregivers." These abusers have challenges maintaining a job and rely on the victim's financial support. The last classification is "dangerous abusers," because they exhibit high levels of aggression, substance abuse problems, and financial dependence on the victim.
Similarly, Ramsey-Klawsnik has formulated a classification or typology of perpetrators of elder abuse [59]. This typology provides a description of overall characteristics of abusers.
The Overwhelmed Offender



This is an individual who is responsible for providing day-to-day care for the elder, and the amount of caregiving that is needed exceeds the caregiver's ability. This type of offender realizes that his/her behaviors are abusive but has difficulty asking for or seeking help. This type of abuser is the most often depicted [55]. However, the caregiver stress theory does not completely explain elder abuse.

The Impaired Offender



This is an individual who has a physical or mental impairment that makes caregiving difficult. This type of offender tends to be neglectful, administer medications inappropriately, and use restraints. Impaired offenders often do not realize that their behaviors are abusive. Research seems to indicate that perpetrators of elder abuse tend to have substance abuse and mental health issues [55].

The Narcissistic Offender



This type of offender does not want to provide caregiving and is only doing so to exploit the elder. Oftentimes, the abuse involves neglect and financial abuse.

The Bullying Offender



This offender has little empathy or compassion for elders.
          Bullying offenders want to exert power and control over their victims. Their victims are
          too frightened to disclose the abuse and will merely attempt to placate the abuser. These
          offenders employ a range of abusive behaviors that includes physical, sexual, verbal,
          emotional, and financial.

The Sadistic Offender



This type of perpetrator enjoys humiliating and inflicting terror on the elder and experiences no guilt or remorse for abusive actions.
These different typologies do not necessarily contradict each other. Rather, they can be used supplementally to assist in developing targeted interventions for elder abuse perpetrators [226].


CONTROVERSIES IN THEORETICAL CONCEPTUALIZATION



How a social problem is conceptualized or defined greatly influences the perceptions of the problem, its attributes, etiology, and the policies and interventions. Although the social problem of elder abuse has existed for thousands of years, there has been an absence of a coherent theory. The field has borrowed and/or adapted many theories from other fields, including child abuse, intimate partner violence, and criminology [218]. Wolf identified six broad theoretical models to explain how practitioners and researchers have conceptualized why elder abuse occurs [60,61]. Wolf's broad theoretical frameworks are:
    
	Situational model (i.e., the overburdened caregiver)
	The dependent victim and abuser
	The impaired abuser
	Social learning theory (i.e., childhood of abuse and neglect)
	Feminist theory (i.e., imbalance of power in male/female relationships)
	Political economic theory (i.e., macro structures and conditions that lead to violence and conflict)


Experts have identified four theoretical models that overlap with Wolf's frameworks: elderly dependency, learning violence, problems experienced by victim and/or elderly, and societal attitudes [256].
The Overburdened Caregiver



This overburdened caregiver perspective is perhaps the only theory specific to elder abuse [218]. It argues that elder abuse is caused by a family member who assumes the caregiver role and who is exhausted, stressed, and burdened with the caregiver tasks revolving around the elderly individual who has functional and/or cognitive impairments [10,62]. In other words, there are external or situational stressors that precipitate the abuse. Because the locus of caring is shifting from institutions to the family, families are expected to provide care and support to impaired elders [10]. The caregiver stress theory is one of the most frequently cited to explain elder abuse. However, empirical findings suggest that stress and dependency do not explain or predict perpetrating elder abuse; they merely contribute to abuse [55]. To rely on the caregiver stress theory to predict elder abuse can inadvertently result in blaming the victim for "being difficult" or "recalcitrant" and minimize the perpetrator's accountability [63].
The pressures of caregiving are very real. Caregiver stress is caused when the demands of providing care for the elderly individual are perceived as exceeding available resources [64]. Caregiver burden comprises the range of physical, psychological, social, and financial strains or problems experienced by family members who have a family member with a chronic illness and who assume the primary caregiver role [65].
The literature has identified two types of caregiver burden or stress experienced: objective and subjective burden. Objective burden is characterized by tangible, external stressors. This includes providing physical care, financial stressors, employment, and overcrowding. Subjective burden is defined by the emotions that result from caregiver stresses [66]. In one study, the average length of caregiving was seven years [67]. Elders with dementia, for example, often require extensive assistance with bathing, feeding, and bladder and bowel incontinence [10].
Studies have shown that the severity of abuse often increases as elders' cognitive functioning level decreases [45]. Furthermore, family caregivers who have sufficient economic resources are less likely to report using some sort of abuse on the elder family member. Those who experience higher levels of caregiver burden are more likely to abuse their elder family member.
Typically, overburdened caregivers are female, middle age, and have families of their own. They provide much of the caregiving with minimal assistance from other family members. They have very little respite and are taxed with the responsibilities of caregiving and providing for their own families [68]. In in-depth interviews with 11 married and employed Japanese women who were caregiving for an elderly parent, researchers found that many of these women, despite their own career and professional aspirations, placed a higher priority of taking care of their elder family members due to deeply ingrained cultural beliefs about gender roles and filial piety [69]. The women initially took on the task of providing care to their elder parents or parents-in-law because this was the cultural norm. Over time, they felt oppressed as the caregiving duties became overwhelming. Their spouses often adhered to traditional beliefs that caregiving is a female responsibility. The multiple demands and strains these women experienced led to feelings of anger, loss of self-esteem, lack of self-worth, shame, and guilt. The majority of modern elder abuse prevention interventions (e.g., reducing caregiver stress) stem from this theory [218].
Case Scenario
Mr. R, 54 years of age, and Mrs. R, 49 years of age, work full time
          in very demanding jobs. About one year ago, Mr. and Mrs. R built an apartment addition
          onto their home, depleting their savings, to accommodate Mrs. R's mother, Mrs. D. Mrs. R
          is the oldest of three siblings and care for her aging mother had become primarily her
          responsibility. The 90-minute drive to her mother's apartment in a nearby city each
          weekend had become increasingly taxing, and her mother's care had become more time
          consuming. When Mrs. D's long-time physician announced his intent to leave private
          practice, it became reasonable to make the move. Mrs. D, while not enthusiastic, was
          agreeable. Mrs. R's brother and sister, who rarely visited or helped with her mother's
          growing needs, became angry about the move and stated that they had no intention of making
          such a trip. Now, in addition to working 9 to 10 hours per day, Mrs. R goes home to find
          numerous messages from her mother with various requests and demands. Additionally, because
          her mother can see her car drive up, the phone is usually ringing by the time she gets
          into the house to begin dinner for the three of them. There is an in-home aide who comes
          three days per week to help with bathing and light cleaning, but lately Mrs. R has
          questioned whether this is worth the added burden of mediating disputes between the aide
          and her mother. Each morning before work, Mrs. R prepares her mother's medications for the
          day and makes sure she has something available for breakfast. She longs for a vacation,
          but the routine continues seven days per week. Besides, all her vacation and sick leave
          must be devoted to taking care of her mother's medical appointments and treatments.
          Lately, Mrs. R has been having difficulty sleeping with disturbing dreams of having
          forgotten some major task. She feels tired all of the time. She has also noticed that she
          snaps at her spouse and friends often and that her anxiety level is increasing. Her own
          household chores are piling up because she does not have the time or energy to do them.
          Last week she noticed a red rash on her thigh and wonders when she might find the time to
          see her own doctor.
Early theoretical models proposed that caregiver stress was a contributing factor to elder abuse; however, stress alone does not explain the phenomenon. Researchers tend now to look at stress in the wider context of the overall quality of the relationship between abused and abuser. The nature of the pre-abuse relationship between the caregiver and the care recipient may be an important predictor of future abuse [15,70].

Dependency Theory



Early theories on elder abuse sought to associate dependency with increased risk of abuse [70]. This is based on Family Power-Dependent Relationship Model and social exchange theory. In the Family Power-Dependent Relationship Model, the child caregiver perceives that there is a reduction of power because the elder has become more frail and dependent. By using aggression, The caregiver uses aggression to claim more power [218]. Similarly, social exchange theory posits that the interaction between two or more persons will be positively evaluated if all persons involved benefit equally from the relationship [36; 218; 256]. An imbalance or unequal exchange in the relationship will be viewed negatively, and this imbalance will result in abuse. Initially, the focus of research was on the increasing dependency of the elder victim on the caregiver or abuser, often an adult child [36,70]. The increasing cost to the caregiver of providing emotional, economic, and physical care to the elderly parent without the positive mutual exchange in the relationship might be viewed as unfair to the caretaker, leading to relationship imbalance and increased risk of elder abuse [36]. Interestingly, Baumann argued that the picture of the frail, weak, and dependent elderly made it easy to call national attention to elder abuse and to justify allocating resources to this social problem [13]. However, Pillemer argues that there is no empirical evidence that elder dependency causes elder abuse [71]. In fact, elder abuse only occurs in a small percentage of the elderly population, and in a study of patients with Alzheimer disease, only 5% of the caregivers became abusive [72]. In addition, Pillemer and Wolf maintain that the problem with this perspective is that it rests on an ageist assumption that all people automatically become dependent and powerless as they age [73]. Thus, they assert that the dependency may lie elsewhere.
Later case work identified abusers who were dependent on the older person (e.g., an adult child dependent on an elderly parent for housing or financial assistance) [70,254]. Because of the sense of imbalance in the relationship and the violation of social expectations regarding independent adult behaviors, the perpetrator attempts to restore some sense of control by using violence [36]. However, some have a critical view of exchange theory, arguing that to use exchange theory for elder abuse "reproduces assumptions of market economics, independence, and value in the present that reproduce instrumental attitudes to relationships rather than focusing on altruism and life-course interdependence" [74]. However, Wolf and Pillemer found that in many instances of elder abuse, a large number of abusers were financially and emotionally dependent on the elder [75]. In some instances, a "web of interdependency"—a strong emotional attachment between the abused and the abuser—made intervention efforts difficult [70]. Some experts have reported on a "tacit exchange," whereby the elderly individually tacitly accepts the abuse in order to obtain care and companionship. Furthermore, victims may be fearful of being removed from their current living situation to a nursing home [257]. To date, no interventions have been developed based on this theory [218].
This dependency is illustrated in the following vignette.
Case Scenario
Mr. J had returned to live with his mother, Mrs. J, a widow of ten
          years, after his wife insisted he leave their house. During this time, he became depressed
          and started to drink. Mrs. J's neighbors became concerned that Mrs. J had lost a
          tremendous amount of weight and looked sad and disheveled lately. One day, Mrs. J confided
          to one of her neighbors that ever since her son returned to live with her, he had been
          pilfering her Social Security checks. Initially, she noticed that small amounts of money
          were missing from her pocketbook, but now, Mr. J threatens her both verbally and
          physically. He would smash and throw china at her until Mrs. J handed her signed Social
          Security check to him.

The Impaired Abuser



The focus of this theory is on the abuser's behavioral characteristics; however, there is minimal research evaluating this theory, as it is difficult to conduct research with elder abuse perpetrators [58]. Substance abuse and psychiatric illnesses are risk factors for elder abuse. In one study of the relationship between reported instances of elder abuse and regional levels of substance abuse, researchers found that elder abuse was related to higher rates of illicit drug use in the past month by either the victim or the perpetrator [76].

The Abuser was Abused/Neglected When Young



The social learning theory argues that individuals' learning patterns occur through observations of others [77]. When applied to the area of family violence, some researchers have coined the term "intergenerational transmission of violence," which maintains that abusive behaviors are learned. The intergenerational transmission theory argues that the dynamics of abusive behavior get perpetuated, and this is the reason why some abused children become abusers themselves [3,218]. A study conducted by Hotaling et al. found that abused children are more likely to exhibit aggressive behavior toward family members and to engage in crime outside the family [78]. The intergenerational theory is very popular and makes intuitive sense; however, empirical research does not indicate that abusers of the elderly are more likely to have been raised in families that were violent [36].

Feminist Theory



Feminist theorists argue that violence against women is
          broadly defined as male coercion of women [79]. In other words, patriarchy and male domination contribute to violence
          against women [80,81]. Patriarchy is perpetuated and reinforced
          by cultural ideologies, existing social institutions, gender socialization, and
          socioeconomic inequalities [80,81]. Thus, the root of violence against women
          stems from power imbalances in male/female relationships and male domination in the
          family, which is reinforced through current economic structures, social institutions, and
          the sexist division of labor [81].
Some argue that feminist theory is not useful to addressing
          elder abuse, because it does not necessarily explain the different types of elder abuse or
          the typologies of abusers [218]. However,
          feminist theory has relevance to elder abuse because elderly abused women are often not
          thought of as battered women or domestic violence victims. In other words, we do not think
          of elderly women being abused by their spouses. Studies on domestic violence, for example,
          have typically excluded women older than 59 years of age [82]. Vinton argues that service providers and
          scholars have traditionally dichotomized the terms "battered women" and "elder abuse
          victims" [12]. Each of these terms
          conjures up images for us; for example, rarely do we associate a battered woman or
          domestic violence victim with an elderly woman. Instead, we might use the label "elder
          abuse" because we have inscribed in us a mental picture of an elder abuse victim as a
          frail elderly person being abused by a caretaker. However, domestic violence does occur
          throughout a woman's lifespan [83].
          Band-Winterstein and Eisikovits argue that intimate partner or domestic violence does not
          necessarily "age out" and that this notion is a myth [84]. In a study of 620 middle-aged and older women recruited from
          emergency rooms in an urban setting, 5.5% had experienced intimate partner violence within
          the last 2 years [85]. Forms of abuse
          included sexual abuse and verbal threats or use of physical force to make them have sex.
          It may be that abuse among older couples can be better understood by the abuser-victim
          dynamics of the domestic violence model than the elder abuse model, which is based on the
          concept of caregiver stress [86,87]. For example, older women's inability to
          leave an abusive marital relationship is very similar to their younger female
          counterparts, such as fear of reprisal [82]. However, for older women, concerns of finances and economic resources stem from their
          ability to obtain a job, lack of pension, and health and physical limitations [84].
This type of dichotomous thinking has implications for
          interventions. On one hand, a battered woman will be referred to a shelter, and an elderly
          female victim of abuse will be referred to Adult Protective Services [88]. In part, this dichotomous
          conceptualization has been shaped by the historical legacy of the domestic violence and
          elder abuse movements. Domestic violence, or the battered women's movement, emerged in the
          late 1960s when second-wave feminism and social activism were active. Then, in the
          mid-1980s, elder abuse emerged as a separate, distinct social problem and was primarily
          depicted as a social problem where the perpetrators were caretakers.

Political Economic Theory



This theoretical perspective maintains that American societal norms and attitudes may contribute to elder abuse. First, negative attitudes about the elderly create an atmosphere that breeds elder abuse [10,258]. Ageism is defined as "any attitude, action, or institutional structure that subordinates a person or group because of age or any assignment of roles in society purely on the basis of age" [89]. Our stereotypical views of the elderly include images of elders losing their memory, being less flexible and resilient, and being grouchy and unproductive. Although there is no empirical research that directly links ageism to elder abuse, the argument is that these stereotypes and myths play a role in dehumanizing elders. The process of devaluing and dehumanizing a particular group lends to and perhaps even provides justification for certain discriminatory and/or abusive behaviors [90]. Ageism promotes apathy towards the treatment of elders, and consequently, social problems, including elder abuse and neglect, do not receive the same attention as other problems [10,90].

Disengagement Theory



Disengagement theory was proposed by social scientists in 1961 and was the first social science theory of aging. It describes a process of disengagement from social life that people experience as they age. The theory states that, over time, elderly people withdraw from the social roles and relationships that were central to their life in adulthood. This process is deemed necessary and beneficial to maintaining societal stability and order [91]. The theory caused controversy as soon as it was published. Opponents argued that it ignored many aspects of aging and that it failed to capture the complex and rich social lives of the elderly and the many forms of engagement that follow retirement. The authors of one paper developed a profile of the social integration of older adults that included nine dimensions of connectedness [92]. Using data from the National Social Life, Health, and Aging Project (NSHAP), they conducted a population-based study in 2005–2006 of noninstitutionalized Americans 57 to 85 years of age. Their findings suggested that age was negatively related to network size and closeness to network members but positively related to frequency of socializing, religious participation, and volunteering. The authors concluded that late life transitions (e.g., retirement, bereavement) may prompt greater connectedness.



3. CULTURE, RACE, AND ETHNICITY AND ELDER ABUSE



Why is it necessary to put on a cultural lens when we talk about elder abuse? First, the United States is becoming increasingly diverse in terms of ethnic composition. According to U.S. Census data, there were 43 million foreign-born individuals in the United States in 2017 [93]. The majority (51.2%) are from Latin America (including the Caribbean, South America, and Central America) [93]. Three states—California (10.7 million), Texas (4.9 million), and New York (4.5 million)—have the largest immigrant populations in the United States [259]. By the 2040s, the United States is expected to become a majority-minority country, with estimates that 49.7% of the U.S. population will identify as White by 2045 [260,261]. As a result, it is inevitable that race, culture, and ethnicity will have a profound effect on how we think, feel, and act. Race, culture, and ethnicity become the lens through which we view the world and touch on all aspects of human life [95]. Consequently, practitioners will need to become more culturally aware and sensitive to the cultural norms, belief systems, and needs of culturally diverse patients in order to provide culturally relevant services and interventions. In other words, it is inevitable that we talk about cultural competency. Cross-cultural competency is defined as a dynamic attribute that professionals develop in the areas of attitude, knowledge and skills to work with an increasingly multi-ethnic and diverse society [95]. Ultimately, the goal of cultural competence is to reduce the differences between the belief systems of clients and patients from diverse cultural groups and the institutional cultural norms of service delivery agents. This will then mitigate the disparities that exist in the current mental health and healthcare systems [96].
Second, cultural values and belief systems influence norms about family life and structure. It is vital to examine various ethnic groups' norms of family life, as every family system shapes and guides rules, obligations, roles, and labor divisions [97]. Because one's family of origin is the foundational building block to socialization, understanding general views about gender roles, beliefs about family authority, and views about elderly family members will assist us in understanding the intersection of culture, race, and ethnicity and family norms on elder abuse.
A third reason to take into account culture, race, and ethnicity in the study of elder abuse is that these factors influence the labeling or the perception of the social problem. Diller argues that human beings relate to their world through cognitive worldviews or paradigms [98]. These worldviews and paradigms provide individuals with rules and assumptions about how the world works. Culture and ethnicity provide the content of these worldviews [98]. Consequently, how a group labels or constructs abuse or maltreatment is influenced by their cultural beliefs and values, which ultimately affect how domestic violence is perceived, exhibited, and reported [99]. Furthermore, the social realities of the lives of older abused immigrant women may be uniquely different from their younger counterparts as a result of generation, acculturation, and gender role socialization differences. These factors may distinguish how elder abuse victims label their situations and what services they may seek [100].
Fourth, it has been postulated that certain ethnic minority groups may be more vulnerable to violence because of the existence of environmental risk factors such as poverty, racism, oppression, and discrimination. For example, the sociocultural backdrop of slavery, oppression, and economic deprivation may have contributed to any violent behavior seen in the African American community [101]. For Native American Indians, experiences with historical trauma have been implicated with victimization in all forms of abuse, including elder abuse [262].
Finally, culture, race, and ethnicity influence help-seeking patterns. There are a host of factors that influence ethnic minority families and elders in seeking outside professional assistance. This might include financial limitations, suspiciousness or wariness of professionals, or inconvenience in locating and traveling to agencies [102]. However, help-seeking behavior is in part influenced by the individual's definition and understanding of the phenomenon, which is ultimately influenced by culture. For example, an ethnic minority elder who is being abused by another family caretaker may not seek help because he/she does not label the event as a problem. Instead, the victim believes that the event must be something that should be persevered. In other words, the victim shares a "cognitive map" or explanatory model about the explanations and expectations regarding illness, symptoms, or other events like violence [102].
Despite these benefits, it is important to be careful not to overemphasize the role of cultural differences or to inadvertently attribute deficits or adverse outcomes to cultural practices [227]. There are often other contextual factors that should be factored into understanding elder abuse.
CULTURAL NORMS AND VALUES REGARDING FAMILY AND THE ELDERLY



This section will briefly review cultural values and norms about family structure and views about the elderly within each of the four ethnic groups: African Americans, Asian Americans, Hispanics/Latinos, and Native Americans. It is crucial that, as helping professionals, we understand cultural values because they are the driving forces guiding daily behavior [103]. Cultural norms about family life and the role of elderly family members will have an impact on how the elderly are treated within society and the family and, ultimately, how elder abuse is perceived.
It is important to remember that there is tremendous
        diversity within groups. In other words, factors such as acculturation, age at immigration,
        education level, socioeconomic status, and religion all contribute to the heterogeneity
        within each subgroup. Falicov cautions against static descriptions of ethnic groups because
        they are merely social science simplifications rather than true portraits of the
        complexities of culture, race, and ethnicity [104]. Consequently, bear in mind that the following information is intended
        to present general themes to guide practice and not indicate hard and fast rules.
African Americans: Family and Elders



According to the U.S. Census, African Americans constitute 14.7% of the U.S. population as of 2019, numbering 48.2 million [263]. By 2060, it is projected they will comprise 17.9% of the U.S. population.
The family is very important in African American history,
          and values related to the family are rooted in African traditions. It has been said that
          the African American family structure is what enabled African Americans to survive during
          slavery and the challenging times of the Jim Crow era [106,229]. Terms such as
          "my family," "my folks," and "my kin" refer to both blood relatives and those who are not
          related, such as special friends and cared for individuals [5]. This was confirmed in a qualitative study
          in which African American family therapists discussed the roles of African American
          families' strengths in therapy [107]. The
          therapists all identified the strong kinship bonds that existed in African American
          families and noted these bonds extended beyond nuclear family members into extended family
          members and into the community. Similarly, marriage is viewed among African Americans as a
          "sacred vow" and covenant [106]. During
          the slavery period, when family life was severely disrupted, kinship bonds were highly
          relied on for support. Young children of slaves, for example, were often cared for by
          older women or children [5]. Parents
          attempted to discipline and raise their children to the best of their ability given the
          constraints of life in slavery.
Extended family networks are common in African American
          families. Many African American family structures are multigenerational and
          interdependent. In a study conducted by Martin and Martin, it was found that an extended
          family network might consist of five or more households centered around a base unit, where
          the "family leader" resides [108]. This
          extended family network system pools resources to help during hard times. These strong
          kinship networks are the key element in helping African American families cope with
          economic stressors as well as structural issues such as racism, oppression, and
          discrimination [108]. Similarly, Goode
          notes that the value of group effort for the common interest is highly valued [5]. There is an expectation that one shares
          with the larger African American community, and this value orientation is part of that
          strategy for survival. Simultaneously, the value of independence is emphasized, which
          focuses on the ability to stand on one's own feet and to have one's own focus [5]. It revolves around the ability to earn a
          living, care for one's family and provide for them, and have some left over to help others
          in the extended family [5]. Jackson
          observed that African American families have demonstrated an elastic quality, assuming
          flexible roles to adapt to change and stress [109]. Family therapists have noted the amazing resilience and creativity of
          African American family members in utilizing internal and external resources in handling
          the challenges that emerge [107]. Economic
          reasons are not the only reasons why African Americans share households. They also adhere
          to cultural beliefs about closeness and connectedness [110].
The elderly are highly valued in African American families [229]. Dating back to Western African traditions, the provision of care of elders is embedded in the belief that it is the responsibility of the kin group and care is a collective process [111]. Even during slavery, slave communities provided care to elderly slaves who could no longer work. Although times and the structure of families have changed, many African American families still abide by these cultural norms. African Americans have the lowest utilization rates of nursing homes; tasks of caregiving in African American families are often spread out to different family members rather than having one identified primary caregiver assuming all responsibilities [111].
Elders are viewed as the repository of wisdom and hindsight, termed "elder educators" [5,112]. In traditional African religions, the oldest family members are believed to have special status and an ability to communicate with God [5]. Harper and Alexander note an interesting and unique trend about African American elders [113]. African American elders tend to live in multigenerational households; however, they do not go to live with their children. Rather, it is their children who move in with them. For example, daughters who are divorced, widowed, or separated commonly return with their children to live with their parents [113]. It is very common for grandmothers to help in rearing the children of single mothers [114].

Asian Americans: Family and Elders



In the 1990s, the number of Asian Americans in the United States increased tremendously due to high levels of immigration from Asian countries. In 2019, 22.9 million Americans identified solely as Asian [264]. It is projected that this number will reach 41 million by the year 2050, which would be 9% of the total population [94]. More than half (58%) were foreign-born in 2005, but by 2050, fewer than half (47%) will be foreign-born [94].
Approximately one-third (31%) reside in California; however, a greater dispersion of Asian Americans to other states has begun. This trend reflects the refugee groups that immigrated during the 1980s and the 1990s and more recent immigrants from India and Pakistan [116].
Generally, traditional Asian families can be characterized
          as hierarchical. In other words, family authority and structure is defined by family
          position, which is determined by age and gender [117]. Older family members have higher status than the young, and men hold
          higher positions than women [117]. Family
          harmony and equilibrium are valued, and one way to maintain this balance is to adhere to
          the hierarchical structure. In addition, traditional Asian American families are
          patriarchal in nature; the father maintains authority, and the sons are more desired and
          valued because they symbolically carry on the family line and care for their parents when
          they become old [117].
Mutual support, cooperation, and interdependence also characterize the family [118]. As a result of the close-knit nature of Asian American families, there is a strong sense of obligation and duty to others [119]. Problems are generally solved within the family, and a sense of family honor and pride limits outside information to be shared by counselors or other professionals [118].
The term "family" can be defined in multiple ways in the Asian American community and can include a wide network of kinship. In many Filipino families, for example, trusted friends serve as godparents to children and play a vital role in their socialization process [119].
Elders are generally venerated in Asia. China, for example, has been described as a gerontocracy because of the overall attitude of respect and veneration toward the elderly [120]. Filial piety refers to a series of obligations of the child to the parent for providing emotional and economic support and bringing honor to the parent by doing well educationally and occupationally. These obligations are dictated by Confucian values and have governed many generations of Asian families [121]. In India, children are socialized early to respect elders as an intricate part of the family system [122]. Unlike American society, which encourages independence to maintain self-esteem, Asian elders encourage their children to operate under a framework of mutual dependency [123]. Old age signifies wisdom, status, and power in the traditional Asian family system [124].
Due to westernization and modernization, many Asian countries are experiencing rapid shifts in cultural norms. It is speculated that in countries that have moved toward more capitalistic and market-driven economies, the values of family and collectivism have shifted more to individualism. These changing social norms may have impacted the family structure and how families care for their elders [125]. For example, in Japan, more women have returned to the work force, perhaps due to the economic recession as well as shifts in gender role perceptions [125]. Some have noted that traditional and modern cultural beliefs are becoming more fused, including beliefs regarding filial piety [126]. In focus groups with Taiwanese university students, students' beliefs of filial obligation were found to be deeply rooted in their belief systems; they believed that it was their duty to care for their parents [126]. The participants acknowledged the deeply rooted traditions of filial piety that were passed down in their families. However, for some of the students, filial piety was not necessarily demonstrated by living with their parents. They argued by not living with their parents, they would have a greater chance of achieving intergenerational harmony. Furthermore, they stated it was not completely clear how they will actually practice the day-to-day dimensions of filial piety as circumstances are never constant. Therefore, filial piety is dependent on circumstances [126,231].
Loneliness and social isolation experienced by elders have been identified to be predictors of elder abuse. This might be more salient with ethnic minority elderly immigrants. In one study, the researchers found high rates of loneliness, ranging from 24% to 50%, among elder immigrants from China, Africa, the Caribbean, Bangladesh, and Pakistan [127]. Kao and Lam maintain that when Asian immigrants age in the United States, what they experience is very different from how they were socialized [123]. It is a more demanding task to age in a society where their contributions are devalued, compared to a society where elders are treated with deference. This is demonstrated by the fact that loneliness is a significant predictor to elder abuse. In a survey study of 410 elderly Chinese patients (60 years of age and older), elders with higher reported levels of loneliness were four times as likely to experience elder mistreatment compared to elders with lower scores [128]. It is possible the rapid industrial changes in China have created tension between the older and younger generations in their prescriptions of familial responsibilities and roles.

Hispanic/Latinos: Family and Elders



The Hispanic/Latino population is also a very diverse ethnic group. They hail from Mexico, Puerto Rico, Cuba, and Central and South America. Ramirez has observed that mestizaje contributes to these complex within-group differences [129]. Mestizo refers to the genetic mixture that evolved from amalgamation due to European colonization and the intermingling that occurred between the European population and the indigenous people of the Americas as well as within the various indigenous tribes [129]. The term "Latino" is the preferred term as one that is self-applied, and the term "Hispanic" is a category used by the U.S. Census [103]. Latino describes people whose ancestors come from the Spanish-speaking countries of Latin America as well as those of Spanish and Indian descent whose ancestors have always lived in areas of the Southwest United States, which was once part of Mexico [130]. The word Latino describes diverse ethnic cultural groups, not a singular religious or racial group. Latinos engage in a variety of religious and spiritual practices, and may be White, Black, Indian, or Asian. Latinos most often identify themselves by their national origin, for instance, as Dominicans or Mexicans. According to the U.S. Census, 63.4% Hispanic Americans originated from Mexico in 2015 [131].
Hispanics are the largest minority group in the United States, numbering 60.6 million in 2019 [265]. It is estimated that the Latino/Hispanic population will increase to 128 million by the year 2050 [94]. In 2019, the three states with the largest Hispanic population (California, Texas, and Florida) also had the most growth [266].
The family is of paramount value, which is influenced by both the Spaniards' Catholic religion as well as the values stemming from the indigenous people of the Americas [103]. In Hispanic culture, familismo, defined as putting the needs of the family before those of the individual, is a paramount cultural value [133,234]. The emphasis is on family reciprocity, including financial support, shared day-to-day activities and child rearing, and support related to the challenges of immigration [134].
It is both matrilineal and patrilineal, as there was a mixture of both matrilineal and patrilineal tribal governances among the indigenous people of the Americas [103]. However, in traditional Puerto Rican culture, there is a hierarchy of authority based on gender and age. Men and older family members are ascribed authority [135]. Similarly, patriarchal gender roles exist among many Mexican American families [104]. These differences reinforce the notion that there is tremendous heterogeneity within this ethnic group.
The family is an extended system that includes blood relations, those related by marriage, and fictive kin adopted through compadrazgo[136]. Compadres (i.e., godparents or co-parents) and extended family have very strong and close relationships with family members, providing financial and emotional support [137]. Padrinos is the relationship between godparents and godchildren [135]. It is not uncommon to transfer children from one family to another during times of hardship and crises, and mutual help, protection, and caregiving are provided [136].
Community is another value that is emphasized. Unlike individualism, which is the hallmark of many of the values in the United States, Hispanics/Latinos focus on the collective, which extends to valuing community life [103]. Consequently, fictive kinship is a part of the fabric of life. Stemming from this value of community is the emphasis of the value of cooperation versus competition. Latino families teach children the importance of sharing resources [103].
In the Hispanic/Latino culture, self-sufficiency is not expected for the elderly [138]. Because of the values of respect, cooperation, and family, elders expect to receive emotional assistance from their children. Elders are believed to be the storehouse of tradition, wisdom, and tradition [139]. They are viewed as advisors and it is not uncommon for family members to seek the advice of elders for parenting, childrearing, and other aspects of family life. Children are obligated to provide care and to respect their elderly parents [104]. They play important roles when they live with their adult children. Hispanic elders' attitudes about old age and well-being were contingent on their interactions and their sense of connectedness within the family unit [139]. This is one reason threatening to send elderly parents to a nursing home is perceived as a form of abuse in some Hispanic families [234]. Hispanic immigrant parents view these cultural values as important as they strive to teach their children the importance of respecting the elderly and addressing elders with the proper titles. Some lament the challenge of instilling these values to their children as they become Americanized [140].

Native Americans: Family and Elders



Native Americans, or American Indians, like other minority groups, encompass people with many different languages, religions, organizations, and relationships with the U.S. government [141]. They identify themselves as belonging to a specific tribe, each with unique customs and values. Again, readers are cautioned to regard the themes highlighted below merely as general cultural themes and to keep in mind the tremendous diversity within the Native American population.
As of 2019, the Native American population numbered 6.9 million, or approximately 2.0% of the U.S. population [267]. It is projected that by 2060, this number will increase to 10.2 million, 2.4% of the total population [143]. As of 2022, in the United States, there are 574 federally recognized tribes and 324 federally recognized reservations [267].
In 2019, this group was more likely to live in Arizona, California, Texas, or Oklahoma [143]. The largest tribes are the Cherokee and Navajo. They are also a younger group, with a median age of 30.2 years compared to the median of 37.8 years for non-Hispanic White persons [143]. In 2019, this group had a poverty rate of 20.3%, compared with 9% among non-Hispanic White individuals [268].
The family is regarded as the cornerstone for emotional,
          social, and economic well-being for individuals [144]. The composition of the family is very different from the dominant
          Anglo culture in the United States. For some tribes, the term "family" goes beyond the
          nuclear family and includes everyone in the tribe or clan. The terms "brother" and
          "sister" are used to refer to cousins in Native American families [145]. Therefore, family members encompass
          both blood relatives and tribe members with no distinctions, which is consistent with
          cultural values that emphasize interconnectedness and harmony [146].
The primary relationship is not necessarily with the parents, but instead with the grandparents, who assume the caregiver and disciplinarian role [141]. For example, among the Native Americans from the Navajo tribe, it is common for grandchildren to be sent to live with their grandparents, which benefits both the child (by ensuring that care and traditional values are passed down to the younger generation) and the elder (by ensuring a means to provide assistance to older individuals) [147]. In addition, the term "grandparent" is not limited to the dominant culture's role of a grandparent, but instead grandparents for Native Americans can also include other relations, such as aunts, great aunts, and godparents. Similarly, parental roles are assumed not only by the biologic parents but also by siblings of the parents [141].
Elderly family members are highly regarded. The aged are believed to be the repository of wisdom, and their role is to teach the young the traditions, customs, legends, and myths of the tribe [148,236]. In addition, the view of reciprocity is woven into the inter-relationships between elders and the young. Typically, elders help raise children, and caring for the elderly is considered "returning the favor" [149]. Consequently, in their old age they are taken care of by the tribe. This family orientation is reinforced by the cultural value of collectivism; that is, the value of being part of a group. Joe and Malach note that consensus is often the goal, and in decision-making processes, individuals often spend a lot of time trying to achieve consensus and harmony [150].


ROLE OF CULTURE, RACE, AND ETHNICITY IN ELDER ABUSE



Definitions and Perceptions of Elder Abuse



There has been a growing interest in the perceptions of elder abuse among ethnic minority populations. This reflects a recognition that culture, race, and ethnicity can influence what constitutes elder abuse, particularly because definitions of elder abuse reflect a White, middle-class perspective [151]. In addition, as noted previously, there is controversy about the definition of elder abuse and how to view the etiology of the problem.
Some studies employ cross comparisons among ethnic groups to identify similarities and differences regarding definitions of elder abuse. In a study that included African Americans, Korean Americans, and White elderly women, the participants were presented with scenarios of potentially abusive situations [152]. These scenarios included thirteen situations that covered various dimensions of elder abuse and mistreatment, such as physical, psychological, verbal, sexual, medical, and financial abuse and neglect [152]. They found that the Korean elderly women were more tolerant of potentially abusive situations compared to the other two groups. In other words, Korean elderly women perceived fewer of the situations (50%) to be elder abuse as compared to White elderly women (who perceived 67% to be abusive) and African American elderly women (73%). It is plausible that the Korean elderly women were more sensitive to hierarchy and traditional gender roles as espoused by traditional Korean culture. There are rigid role differentiations between husband, wife, and children in Korean culture; males are valued, and, therefore, hierarchy and patriarchy are emphasized in Korea [153]. These values affect the Korean elderly women's beliefs about what is acceptable behavior and what is not.
These findings were replicated in a study conducted by Moon and Benton [151]. The study consisted of 100 African Americans, 95 Korean Americans, and 90 White elderly individuals 60 years of age or older, all living in Southern California. All participants were interviewed face-to-face. In general, the majority of the participants, regardless of ethnicity, disapproved of obvious, blatant forms of physical abuse, such as hitting an elder. Interestingly, some participants stated that it might be tolerated depending upon the circumstances. For example, 9.5% of the Koreans, 5.6% of the White Americans, and 2% of the African Americans indicated that it was acceptable to restrain an elderly parent in bed depending upon the circumstances. In addition, findings indicated that the Korean Americans and African Americans were more willing to tolerate medical mistreatment of elderly individuals. When asked about the causes of elder abuse, Korean Americans demonstrated a significantly different perception than either White or African Americans. Korean Americans, for example, felt that elder abuse was primarily perpetrated by those with a mental illness or problems with substance abuse.
In a study comparing elders living in Korea and Korean immigrant elders in the United States, 90% of both groups agreed that scenarios that depicted physical and financial abuse were mistreatment. However, there was a lower percentage of agreement (37% to 40%) regarding the scenarios that portrayed neglect [154]. Both groups were more likely to seek help in cases of elder abuse, though the likelihood was lower for cases of neglect. However, Korean immigrants were 17 times more likely to seek help in cases of physical abuse compared to their Korean counterparts. Furthermore, women and more educated individuals were more willing to seek help [154]. In one study, older Korean immigrants were less likely to perceive psychological or emotional abuse as elder abuse [221]. For example, silent treatment and name calling were not perceived as elder abuse.
In a Chinese study, elders were recruited for focus groups to discuss their perceptions of elder abuse [269]. Most of the debate about what constituted abuse was centered around intentionality. Some felt that if an unintentional behavior caused distress to a parent, it should be considered abuse. Because of Chinese tension between traditional cultural norms of filial piety and children's more Western acculturated views of independence and family, parents may view their children not spending time with them or not being attentive to their well-being as being neglectful [269]. In another similar study, four groups were recruited—Whites, African Americans, Puerto Ricans, and Japanese Americans—for focus groups [99]. In general, the Puerto Rican respondents were more likely to label a situation as elder abuse without qualification, and the White and Japanese American focus group participants were least likely to label a situation as elder abuse. Meanwhile, African Americans tended to look at the context or circumstances to assist in understanding whether a situation was considered abusive or not. They were also asked what was "the worst thing that a family member can do to an elderly person." The White focus group participants stated psychological neglect was the worst thing, the Japanese Americans listed psychological abuse, and African Americans stated psychological abuse and exploitation. Although most studies report differences among ethnic groups about the definitions and perceptions of elder abuse, it is not always clear how cultural values and norms play a role in these differences. Therefore, the specific cultural context can influence definitions.
Modernization in India has negatively impacted the social status of the elderly. Along with modernization come shifts in power structures and dynamics in the family system [155]. Like many other Asian cultures, Asian Indian elders are highly respected, as age is a valued social status [155]. Cultural norms about the treatment of elders can influence definitions. A quantitative study with older adults in India found that 52% stated they experienced disrespect as a form of elder abuse; this is not generally accepted as a form of abuse in U.S. laws and research [270]. Using a series of research methodologies to collect data about elder abuse within an Asian Indian context, some interesting results emerged. First, the cultural context does influence perceptions and definitions of elder abuse. Psychological/emotional abuse goes beyond insults, criticisms, and pejorative statements. In the Indian context, elders perceive behaviors that go against their religious or philosophical beliefs as constituting psychological abuse. For example, many Hindus have day-to-day dietary restrictions, and when elders live with their children who do not observe the same dietary restrictions, the elders may change their lifestyle to the extent that they perceive it as abuse or neglect. In a study focusing on Tamil and Punjabi immigrants in Canada, daughters-in-law were often identified as perpetrators of elder abuse in multigenerational households [156]. Nagpaul describes an elderly Indian woman who has stopped eating in the family kitchen because her daughter-in-law uses the same utensils to cook meat as in her vegetarian dishes. She now survives on bananas. She feels she has no other residential living options than to live with her son and daughter-in-law [155].
Financial exploitation may also fail to be viewed as abusive. In many cases, cultural norms may influence definitions and perceptions of financial elder abuse [237]. Behaviors such as family members taking small amounts of money from an elder, taking advantage of an elder for housing, or pressuring an older family member to provide excessive or inappropriate childcare may be common but not necessarily viewed as abusive. Financial abuse was further categorized by Chinese American elders in focus groups [271]. The first type of financial exploitation involved the perpetrator taking the elders' money, property, and/or resources without their permission or against their will. The second type was financial neglect, whereby the elder is experiencing financial hardship in getting their basic needs met but their adult children do not help [271]. All of the focus group participants saw these behaviors as breaking the values of filial piety.

Elder Abuse and Cultural and Social Contexts



While examining cross-cultural differences can be helpful in highlighting the differences and similarities between groups, some researchers have focused on studying one group in order to understand specifically how the qualitative details of their social realities might influence perceptions of elder abuse [157]. Again, because the sample sizes in such studies are frequently small, it is important to be cautious about generalizing findings to entire populations.
Using a review of the literature and the author's research with African Americans in North Carolina, Griffin noted that the generally accepted definition of elder abuse and the common profile of elder abuse victims and perpetrators may not necessarily apply for African Americans [157]. The general profile developed by Kosberg describes an elder abuse victim as older than 75 years of age, middle-class, widowed, White, and female, with mental or physical disabilities [158]. The perpetrator is described as a caregiver, typically a middle-aged adult woman who resides in the home of the elder.
Griffin argues that elder maltreatment and abuse in African American communities takes place in a markedly different social context [157]. As previously noted, African American elderly individuals frequently live in multigenerational family households, and unlike White elders who leave their homes and live with their children, children come live with them [157]. This situation provides a unique set of stressors that may contribute to elder abuse and maltreatment in this community.
Much has been written and speculated about the culture of violence in African American communities and whether this plays a role in risk factors for elder abuse among this group. Some suggest that historical violence against African Americans, perpetrated by individuals as well as institutions, is partially responsible for violent behavior among African Americans [159]. In a qualitative study of 30 older African American women, some women mentioned the spill-over effect of violence in the streets into the home as a trigger to family violence [160]. However, these arguments are not conclusive. Some have noted that the family structure of African Americans (that is, multigenerational households) can place elders at risk in their homes [101]. As described previously, adult children, as well as grandchildren and other relatives, are more likely to move into an elder's home. The strength of such multigenerational households is that it has allowed generations of poor African American families to pool their resources during hardships [159]. It can be argued that support from multigenerational living arrangements as well as from the church can be protective factors to elder abuse. However, Benton argues that the circumstances that contribute to relatives moving into an elder's home are typically due to stressors such as divorce, unemployment, or drug problems, all of which are risk factors for elder abuse [159].
The social or economic contexts also play a role in elder abuse among Native Americans. Dependency has become a variable studied in the field of elder abuse. Interestingly, in the mainstream literature on elder abuse, the research focuses on the elder becoming dependent on family members, which is believed to play a role in elder abuse. Boudreau observed that the direction of financial dependency is opposite for Native Americans; many young Native Americans are dependent upon their elderly family relatives for financial support [36]. Many elderly receive monthly paychecks from pensions, Social Security, or welfare, and because of the high rates of unemployment, many younger Native American adults rely on their elderly family members' funds [161]. Consequently, many Native American elders are at risk of financial abuse [238]. The economic stressors on many Indian reservations have also adversely impacted the family kinship system. Many have had to leave the reservations in order to find employment, leaving elders behind. Some service providers have asserted that this leaves elderly family members isolated, without family to provide for the care they might need [161]. Furthermore, years of social and historical forces that reinforce racism (e.g., failure to recognize tribal groups, relocations, forcible removal of children to boarding schools, and exploitation of Indian land) have negatively impacted the traditional Native American family system. Family ties and traditional values that emphasize the collective unit have both been disrupted [162].
Forces of social change impacting the traditional family structure have also affected Chinese elderly in Hong Kong. In recent years, the primary social support system for the elderly has been impacted by small public housing units, which have not encouraged multigenerational households [124]. Consequently, many young adult children move to new towns outside Hong Kong, leaving elderly parents behind. Elders who have been socialized to expect to be comfortable and cared for in their old age instead find themselves isolated. Some in the younger generations have also redefined what filial piety is to them. For example, paying nursing care fees for an elderly family member may be considered a demonstration of filial piety in some families or communities [231]. Consequently, principles of filial piety are challenged.
The theme of respecting elders and filial piety surfaced
          in a qualitative study with Asian American immigrants. Participants in the study stated
          that adult children should support their elderly parents, especially if they have a
          successful life, and this value should be passed down [163]. Interestingly, Korean immigrants in Chang and Moon's study identified
          elder abuse in terms of "abrogation of filial piety" [43]. These acts included adult children not wanting to live with elderly
          parents, placing their elderly parents in a nursing home, or not showing adequate or
          proper respect. In Korea, the low birth rate and increase in one-child families have led
          to an expansion of the role of daughters. Traditionally, sons (and their wives) were
          expected to care for their elderly parents. In 1991, an equal inheritance ratio was
          legislated in Korea, and many have linked greater gender equity to the weakening of other
          cultural values, such as filial piety demonstrated by sons [272]. Many Korean adult children may have
          acculturated to new value systems that minimize familial responsibilities, particularly to
          parents.
Pang found a similar theme surfacing among Korean elderly immigrants [164]. Many resented living with their adult children and having to watch children, cook, and clean the house. They felt they had become full-time childcare providers. Because many elders did not regard discussing and negotiating these matters appropriate, the situation merely worsened. They classified these scenarios as abuse. Similarly, in a study with Vietnamese elders, Le found that some elders stated that their daughters-in-law did not want them to learn English or how to use the transportation systems [165]. Therefore, they were confined at home to do household chores as free laborers. They classified these behaviors as elder abuse. Interestingly, emotional abuse was pervasive, and it not only included threats of putting the elder in a nursing home, but the use of silent treatment and blatantly ignoring their presence.
In a study using focus groups with home care workers who worked with Chinese elderly, the theme of disrespect emerged prominently. Disrespect encompassed actions and attitudes that go against cultural norms of obedience, conformity, and filial piety. Such behaviors might include being bossy or rude, ordering an elderly person to leave the room for no reason, scolding, or being demeaning [166]. Disrespect led to social isolation among the elderly, and for some of these immigrant Chinese elderly, the social isolation was exacerbated by financial dependency or dependency on family members due to their low level of English proficiency. The dissonance experienced by the Chinese elders stemmed from their expectations of filial piety and being taken care of in their old age. When this did not happen, this led to loneliness and depression; in the elders' minds, this was a type of "abuse" [166]. Ultimately, what is considered disrespect is heavily influenced by culture; Asian culture-specific behaviors that may be considered disrespectful to elders include addressing them by name or not giving a seat of honor at the dinner table [269]. However, the boundaries are not clear as to when disrespect crosses over to abuse.
This concept of disrespect is not specific to Asian culture. A qualitative study of African American, Hispanic, and White custodial grandfathers found that the men discussed their grandchildren and children being disrespectful. Not listening and not appreciating them, which ultimately made them feel devalued and in their eyes, fell into the category of emotional abuse [167].
Cultural values and norms of family and family obligations also color elder abuse and how victims perceive the abuse. Sanchez noted that in the Latino/Hispanic culture, particularly for Mexican Americans in the study, la familia may play a role in the sanctioning of family violence [39]. A majority of the Mexican American elderly participants justified the violence, stating they had instigated it and that it was best dealt with within the family. The needs of la familia are considered paramount and are more valued than the needs of the individual [39]. Therefore, incidences of elder abuse would not be disclosed to authorities; rather, they would be kept within the confines of the family. Related to this is the theme of verguenza, which emerged during the study. The word means shame or losing face. Disclosing that one's child has mistreated a parent brings shame to the family and violates norms about la familia[39]. Yet, one study found that length of residence in the United States predicted caregiver neglect among elders in Latino families [38]. This raises the question of whether immigrants' emphases on family and family obligation decay with acculturation. The role of family in the maintenance of elder abuse warrants more empirical attention.
Tomita discusses similar themes in the examination of elder abuse within a Japanese cultural context [168]. The Japanese have a strong sense of "we-self" or "familial self," which is markedly different from the Western/American "I" centered self. Again, the elder abuse victim may feel it is necessary to relegate his/her individual needs so as not to jeopardize group harmony. Cultural norms of perseverance, silent suffering, and quiet endurance are valued, but these are also associated with victimization; consequently, victims do not necessarily perceive and label themselves as victims of abuse. For many Japanese, it is more important to protect the family and the community by not discussing with outsiders anything that is shameful and dishonorable [169].
For Native American Indians, the context of historical trauma considered in understanding elder abuse. Experiences with forced tribal relocations, forced removal of children, and the adverse outcomes of American colonization have created a backdrop of violation of human rights [230]. Some have speculated that these violations have eroded social infrastructures, contributing to abuse and violence [230].
Although there are few research studies focusing on ethnic minority families and elder abuse, there is a growing recognition that more scholarly empirical work is needed to increase the knowledge base in this area. Practitioners and scholars realize that understanding and highlighting the cultural context of elder abuse will shed light on formulating culturally sensitive interventions for ethnic minority families and their elderly family members.

Role of Culture, Race, and Ethnicity in Help-Seeking Patterns



It has been said that ethnic minority elders experience multiple jeopardy. In other words, they are vulnerable to life stressors because of their age, being an ethnic and class minority, not being proficient in the English language, being unfamiliar with American institutions, and not having transportation or social support networks [170]. Furthermore, most ethnic minority elderly do not voluntarily seek out social, community, and mental health services. For example, in a study with elderly Korean immigrants from Los Angeles County, there was a disconnect with their views and their intention to seek help, even when they classified various scenarios as elder abuse [171]. For example, 91% of the elders stated the financial abuse scenario constituted elder abuse, but only 63.7% stated they would seek help. Consequently, it is important to step back and examine reasons for their reluctance because these factors are in part social and cultural, and lessons learned can be used to develop culturally sensitive interventions and programs for the ethnic minority elderly.
Language Barriers
Many ethnic minority elders may not be proficient in the English language.
          If the helping professional cannot communicate with the immigrant elder, the patient is
          less likely to disclose personal problems, particularly sensitive topics such as abuse
            [28,172]. Not only is lack of English proficiency a barrier to help-seeking but
          it exacerbates social isolation, which can increase the risk for abuse [28]. However, many helping professionals in
          social services are not multilingual despite the efforts to recruit professionals who are
          both bilingual and bicultural. This becomes even more problematic in certain ethnic
          groups, such as the Chinese, who have numerous dialects.
Geographic and Operational Accessibility of Services
Often, social service and community agencies are located in areas that are not easily accessible to elderly individuals who may not be able to drive themselves. Thus, they find themselves relying on public transportation, which may not be reliable or convenient. In addition, many agencies operate traditional hours of service—weekdays, from 9 a.m. to 5 p.m. Again, because they must rely on their adult children who may be working, elderly individuals may find it difficult to gain assistance.
Financial Difficulties
Some elderly face increasing financial difficulties as they age. They are typically living on fixed incomes; some do not have Medicare, Social Security, or receive pensions [170]. Lack of health insurance and high costs of medical services can be a challenge for many immigrant elders, further exacerbated by not knowing how to navigate the health and social service systems [273]. Consequently, many elderly immigrants not only avoid seeking services but also put off seeking medical services and other necessities until the situation becomes extremely severe [123].
Stigma/Shame in Asking for Help
Fear and shame of disclosing abuse emerged as a dominant barrier to help-seeking among elder abuse victims in a 2022 systematic review [274]. As mentioned, the concept of shame in many ethnic minority cultures is very different from that of Western notions. In traditional Asian culture, for example, shame or loss of face extends to the collective unit, such as the family and community. Therefore, not only is the individual embarrassed, but the shame is also experienced by the entire family system, including one's ancestors [239,240]. This similar theme appeared in Sanchez's study with Mexican American elders [39]. They revealed that incurring shame to the family is to be avoided at all cost, and only on rare occasions, when someone's life is in jeopardy, should outside agencies be involved. Often, preserving family honor takes priority [274]. In a study comparing Koreans and Korean immigrants in the United States, both groups indicated that physical and financial elder abuse was the most severe form of abuse compared to other forms of maltreatment [154].
Attitudes and Definitions of Abuse
Some victims may view a behavior some identify as abusive as a normal part of life [239]. In a 2019 study, some participants perceived problematic behaviors as family conflict rather than abusive, and thus did not see a need for formal support [241]. A quantitative study found that Chinese elders who experienced psychological abuse had the lowest intentions of seeking formal or informal help [275]. In another study of African American elders, the participants tended to accept abuse as an implicit agreement or exchange for caregiving or for being allowed to remain at home (versus a nursing home) [242].
Importance of Keeping Individual Problems from Outsiders
Tomita's qualitative interviews with Japanese adult immigrants revealed the importance of not discussing problems with outsiders [169]. They emphasized that it was unacceptable to make any disclosures about any unpleasantness to outsiders, but instead they must always maintain and present a happy and untroubled countenance to the public. Incidences of abuse would bring dishonor to the community and should be hidden at all costs. Along with the belief that it is shameful to discuss family matters, some consider abuse to be a part of one's fate [243].
Mistrust of Mainstream Services
Many ethnic minority immigrant elders are simply
          mistrustful of Western mainstream services. In a study of 124 Korean immigrant elders, one
          of the themes that emerged was mistrust of third-party interventions as a deterrent in
          seeking help [173]. Elders who adhered to
          traditional values were less likely to seek formal help. Coupled with unfamiliarity with
          Western notions of mental health and health and institutional procedures, many prefer to
          rely on traditional healers. For example, some Mexican American elders seek curanderos
          (folk healers) for healing and spiritual guidance [172]. African Americans are often wary of government and legal entities,
          and African American elders tend to be more likely to seek help from spiritual leaders,
          family, and the community than from mainstream services [244]. Furthermore, many African Americans
          with strong ethnic affiliations are more likely to use prayer and forms of spirituality
          when they need help instead of seeking formal services [174].
Ambivalence Toward the Legal System
Another issue among many ethic/racial minority groups is ambivalence or fear of the established legal system. In one study, many of the participants (older African American, Hispanic, and White women) identified fear of police as a major barrier to seeking help through legal channels. Concerns that the police would not understand, demean the victim, and even trigger police brutality were expressed. There was also a perception that restraining orders or protective orders were ineffective and could exacerbate the abuse [175]. Since the 1980s, more tribes have developed legal codes for elder abuse [176]. However, these legal remedies mirror Euro-American legal standards, and they appear to go counter to tribal cultural values of collectivism, harmony, and healing. Legal punishment of the abuser may therefore be less effective, and some Native Americans may be reluctant to seek help through the legal system [176,230].
This is not an exhaustive list of barriers experienced by ethnic minority elders. It does provide readers a glimpse into their social realities. Abuse and mistreatment take on a host of connotations, and then given the layers of barriers, many elders are reluctant to seek assistance from mental health professionals, physicians, and other authority figures.



4. ASSESSMENTS, INTERVENTIONS, AND MANDATORY REPORTING LAWS FOR ELDER ABUSE



This section will provide readers an overview of various assessments and interventions for practitioners when working with elder abuse patients, particularly with those from ethnic minority groups. An emphasis will be placed upon gleaning cultural values and belief systems and incorporating them into assessments and interventions so that delivery of services can be both culturally sensitive and relevant.
ASSESSING FOR ELDER ABUSE




Evidence Based Practice Recommendation

The U.S. Preventive Services Task Force concludes that the current
          evidence is insufficient to assess the balance of benefits and harms of screening for
          abuse and neglect in all older or vulnerable adults.
https://jamanetwork.com/journals/jama/fullarticle/2708121

             Last Accessed: January 29, 2020
Strength of Recommendation: I
          (Evidence is lacking, of poor quality, or conflicting, and the balance of benefits and
          harms cannot be determined.)


Assessing for elder abuse does not merely involve asking the victim questions. It also involves asking oneself difficult self-evaluative questions such as: Do I hold ageist attitudes? How are these attitudes translated when I conduct an assessment? Do I believe that elders can be abused, even sexually abused? Because of pervasive ageist attitudes, practitioners often fail to acknowledge that some forms of elder abuse occur [177]. This may impact whether certain assessment questions are asked.
Sengstock and Barrett recommend a two-step process in the identification of elder abuse [178]. The first step revolves around identifying elders who may be at risk for elder abuse, and the second step involves verifying instances of abuse. According to Sengstock and Barrett, certain situations may make some elders more vulnerable to elder abuse [178]. Any elder, for example, who is incapable of taking care of his/her own daily needs and is dependent on another person is automatically in an at-risk situation.

Evidence Based Practice Recommendation

The American Academy of Family Physicians recommends that screening for
          cognitive impairment should be performed before screening for abuse in older
          persons.
https://www.aafp.org/pubs/afp/issues/2014/0315/p453.html

             Last Accessed: January 13, 2023
Level of Evidence: C
          (Consensus)


To screen elders who may be at risk, Sengstock and Barrett
        recommend that practitioners assess the following domains [178]: 
	Reason for visit to practitioner: Presence of
              acute or chronic psychological or physical disability, elder's inability to
              participate independently in activities of daily living, reluctance of caregiver to
              give information about the elder's condition, delay in elder's seeking professional or
              medical assistance, and inappropriate caregiver's reaction to practitioner's concern
              may indicate an at-risk situation or potential abuse.
	Family history: Elders who grew up in violent
              homes, children who have antagonistic relationships with the elder, children's
              excessive dependence on the elder, use of substances such as alcohol or drugs by
              children, and children who were abused by the elder may indicate an at-risk situation
              or potential elder abuse.
	Elder's personal/social circumstances: Caregivers
              who have unrealistic expectations of the elder, elders who are socially isolated, and
              conflict in the family system may also warrant further questioning by the
              practitioner.
	History of accidents: Patterns of accidents that
              do not make sense should alert practitioners to potential abuse.
	Healthcare utilization: Health care "shopping,"
              in which the victim does not have a regular physician because of the perpetrator's
              fear of detecting abuse. Infrequent visits to physicians and caregivers overanxious to
              have elders hospitalized may also be signs of an at-risk situation.


Jayawardena and Liao also encourage practitioners to inquire about the domestic relationship between the elder and caregiver and underlying issues and dynamics of control [179]. For example, the practitioner should ask about the duration and nature of the relationship and how much responsibility the caregiver is assuming. In trying to gauge control and power dynamics, the practitioner may want to ask about financial resources, power of attorney, and how decisions are made [179].
The presence of any of the above does not necessarily mean that the elder is a victim of elder abuse. Rather, the presence of these factors warrants further questioning and observations on the part of practitioners. Assessment is a dynamic and holistic process, taking into account both individualistic and environmental factors. Given the legal nature of abuse, it is also important for practitioners to determine whether they are conducting an assessment or an investigation; an investigation implies an adversarial component, while assessment is a collaborative process [180].
Another screening device is the Hwalek-Sengstock Elder Abuse Screening Test (H-S/EAST). This is a 15-item tool that measures three aspects of abuse: violation of personal rights or direct abuse, characteristics of vulnerability, and potentially abusive situations. These 15 items were eventually reduced to six items, which were found to be as effective in identifying abuse as the original 15 items [60,181]. Practitioners can easily incorporate these six questions into their assessment, and positive responses should raise a "red flag" [60,181]:
    
	Has anyone close to you tried to hurt or harm you recently?
	Do you feel uncomfortable with anyone in your family?
	Does anyone tell you that you give him or her too much trouble?
	Has anyone forced you to do things that you did not want to do?
	Do you feel that nobody wants you around?
	Who makes decisions about your life, how you should live or where you should live?


The Elder Abuse Suspicion Index (EASI) is a five-item tool
        that provides practitioners with a very quick sense of whether there is potential presence
        of elder abuse [182]. It was originally
        developed for use by physicians and has been recommended by the U.S. Preventive Services
        Task Force, but it can be used by practitioners in diverse disciplines [245]. The following items comprise the index
          [182]: 
	Have you relied on people for any of the following: bathing, dressing, shopping,
              banking, or meals?
	Has anyone prevented you from food, clothes, medication, glasses, hearing aids, or
              medical care, or from being with people you wanted to be with?
	Have you been upset because someone talked to you in a way that made you feel
              shamed or threatened?
	Has anyone tried to force you to sign papers or use your money against your
              will?
	Has anyone made you afraid, touched you in ways that you did not want, or hurt you
              physically?


The Brief Abuse Screen for the Elderly (BASE) consists of only five questions and takes less than one minute to complete [183]. It is not meant to be administered to the client, but is designed to determine the practitioner's level of suspicion. It is ideally suited to be used in conjunction with a tool that assesses for actual elder abuse [183].
There is no shortage of elder abuse assessment tools, and seven new tools were published between 2015 and 2020 [276]. Although it is beyond the scope of this course to provide a comprehensive review of all elder abuse assessment tools, the National Center on Elder Abuse (NCEA) has compiled 46 assessment tools in their Tools Inventory. This inventory is available at https://ncea.acl.gov/Resources/Tools-Inventory.aspx.
The Centers for Medicare and Medicaid reporting includes the Elder Maltreatment Screen and Follow-Up Plan, which assesses the percentage of patients 65 years of age and older with a documented elder maltreatment screen and follow-up plan noted on the date of positive screen. This measure was created for the Physician Quality Reporting System and has been collecting data since 2009 [185]. Statistics from the first six months of 2012 indicated that there were more than 53.9 million reported cases of individuals who were eligible to receive a maltreatment screen when visiting their physician. Of these nearly 54 million reported cases, only 1,438 individuals were actually screened for maltreatment. The cases were reported by psychologists, geriatricians, and occupational therapists, among others [185].
Other guidelines for effective screening include [186]: 
	Ask open-ended questions.
	Normalize the questions by stating to the patient that practitioners normally or
              routinely ask these types of questions.
	Ask specific and behaviorally oriented questions. For example, if you ask a
              patient if he or she has been abused, you will likely receive a negative response.
              Instead, ask specific questions, such as: 	Has anyone ever hurt you?
	Has anyone ever touched you when you did not want to be touched?
	Has anyone ever taken anything that was yours without your
                    permission?
	Does anyone ever talk or yell at you in a way that makes you feel lousy or
                    bad about yourself?
	Has anyone ever threatened you?



	Explore any affirmatives to the above types of questions. Find out more about
              frequency, severity, what precipitates the violence, and the outcomes of the violence.
              Can the patient protect him/herself? What does the patient want to happen now?



Evidence Based Practice Recommendation

The American Academy of Family Physicians asserts that patients and
          caregivers should be interviewed separately when screening for elder abuse.
https://www.aafp.org/pubs/afp/issues/2014/0315/p453.html

             Last Accessed: January 13, 2023
Level of Evidence: C (Usual
          practice)


Welfel, Danzinger, and Santoro encourage practitioners to
        interview family members separately [16].
        The environment should be quiet and calm, as possible; it may take some time for the
        patient's story to emerge, and the practitioner should not rush this process [277]. This is more likely to elicit honest
        disclosures than interviewing elders and their family members together. An elder might feel
        embarrassed or intimidated and will refrain from disclosing abuse in the presence of family
        members. No family members should be discounted as possible perpetrators.
If the practitioner finds an elder is at risk, the next step is to investigate, report, and possibly verify the abuse [178]. One of the rapid elder abuse screening tools can be used, followed by a comprehensive assessment includes an examination of physical, psychological, and social characteristics of the elder and his/her family members and other significant others. It is important to note that physical abuse injuries are likely to be located in an upper extremity (e.g., arm, hand) or the maxillofacial, dental, and neck area [187]. After the assessment is completed, there should be a clear pathway of next action steps [277].

CULTURALLY SENSITIVE ASSESSMENT: CONSIDERATIONS AND GUIDELINES



Many ethnic minority groups such as Hispanics/Latinos, Native Americans, and Asian Americans emphasize the collective unit. Tomita, in her work with Japanese elder abuse victims, discusses their strong sense of "we-self" and "familial self" which causes some elders to relegate their individual needs for the good of the group [168]. Consequently, they are less likely to discuss or complain about elder mistreatment. If they do complain, they will make certain that there are no negative ramifications to the family member or the perpetrator [188]. Tomita recommends the following tasks be incorporated into assessment when working with ethnic minority elders who subscribe to cultural norms emphasizing group collectivity [188]:
    
	Explore the elder's level of collective self or commitment to the perpetrator. The practitioner, for example, can ask the elder if any of their finances, such as their pension, is shared with other family members and how they feel about this.
	Examine the cultural context of abuse.
	Assess the likelihood of employing outside interventions. Many ethnic minority families do not believe that family matters should be discussed with outsiders.
	Assess for subtle signs of psychological abuse and neglect. The practitioner can ask the elder about their relationships with family members and then listen closely to the elder's choice of words. Chang and Moon, in their study with Korean elders, found that when asked if the elder gets enough to eat, the elder may not directly say "no" [43]. Rather, they might say in a roundabout way that the daughter-in-law often says: "You don't really need that second helping of rice, do you?"


The practitioner's choice of words is also vital during the assessment process. The term "abuse" is often unfamiliar or may be considered taboo. In some ethnic minority groups, this term is difficult to translate. Therefore, it is more helpful to ask specific behaviorally oriented questions. For example, practitioners can inquire about a wide range of potentially abusive behaviors, such as intense child care duties, stealing money, silent treatment, and disrespect. Tomita also suggests that practitioners find culturally acceptable terms for assessment [188]. When working with Asian immigrants, the terms "sacrifice," "suffering," and other related terms may be more meaningful because the cultures maintain that life has much suffering and stress the need to persevere. It may also be beneficial for practitioners to ask if an older patient/client has heard or seen any instances of elder abuse [231]. This could engage the individual in a more in-depth conversation.
It is important for practitioners to remember that the elderly population is not a homogenous group [183]. Racial and ethnic diversity contribute to their heterogeneity, but there are other dimensions that practitioners may not consider, including sexual orientation.

INTERVENTIONS FOR ELDER ABUSE



Mandatory Reporting Laws



APS is situated in civil law, meaning that they are civil rather than criminal laws [218]. All 50 states have enacted legislation dealing with elder abuse, and they share many features with child abuse statutes. Elder abuse laws are also called APS laws because many states combine the protection of elders and disabled adults under one law [189]. They provide legal definitions of elder abuse, establish administrative channels for the investigation of and intervention in elder abuse, define who is mandated to report, and designate penalties for violations [16]. However, the specifics of state laws vary, and elder abuse laws may be ambiguous. Individual states are responsible for their own interpretations of the laws [190].
What follows is a brief review of the administrative channels for the investigation of elder abuse cases. It is important to remember that each state has different elder abuse statutes and they differ along three major areas: mandatory versus voluntary reporting; the targeted elder population to be served (e.g., some states focus on cognitively impaired or incapacitated elders); and the authority granted to elder abuse workers to investigate cases (e.g., some states require that the worker seek consent from the elder) [189].
In all 50 states and the District of Columbia, an APS
          agency has been designated to investigate reports of elder abuse [246]. This is the principal public agency
          that is responsible for both investigating reported cases of elder abuse and for providing
          victims and their families with treatment and protective services. Title XX of the Social
          Security Act makes it a federal requirement for states to implement APS in order to
          receive funds [191]. In most
          jurisdictions, the county departments of social services maintain an APS unit that serves
          the need of local communities [192]. In
          general, APS offers case management, emergency medical services, alternative housing
          arrangements, and help in obtaining Medicare, Medicaid, and aging services [191]. It is important to remember that,
          unlike the child abuse, older adults can refuse services or accept only partial services,
          even if APS substantiates an incident of abuse [246,247]. In some cases,
          APS can petition the court for assistance after it has demonstrated probable cause [247].
As noted, elder abuse laws differ from state to state, and
          definitions, procedures, and training can likewise vary [248]. Tennessee, Virginia, and Texas uphold
          the principle of autonomy in that elders can refuse services. In other states, authorities
          can be called to intervene if elders refuse services [190]. Unlike child abuse statutes that mandate professionals in all states
          to report incidences of child abuse, there is less consistency among the states regarding
          mandatory reporting for elder abuse [16,56,192]. For example, practitioners may be
          mandated to report only in cases in which the elder is residing in institutional settings
            [16,56]. The definition of elderly may also differ [56].
Those people who are designated as mandated reporters vary
          from state to state. In Illinois, for example, licensed counselors are specifically named
          as mandated reporters [192]. Twenty-one
          states and protectorates required mental health professionals to report; 17 required
          psychologists to report; 5 required family and marriage counselors to report; and 30
          required social workers to report elder abuse [192]. All states except New York, the District of Columbia, and Puerto Rico
          require healthcare professionals to report, and failing to do so can result in penalties
            [249]. As with child abuse statutes, the
          practitioner does not have to prove that the abuse occurs before reporting; the
          practitioner must report even if he/she only suspects abuse. Only 75% of the state laws on
          elder abuse include a criminal penalty for failure to report [16]. To locate the number to call for
          specifics about your state's elder abuse laws or to report elder abuse, visit the NCEA's
          website at https://ncea.acl.gov/Resources/State.aspx
          [193]. The Elder Abuse Guide for Law
          Enforcement (EAGLE) site allows users to access specific state codes and mandatory
          reporting requirements. It is available at https://eagle.usc.edu/state-specific-laws.
Frequently, practitioners are reluctant to report elder abuse. It is estimated that less than 2% of suspected elder abuse cases are reported by physicians [194]. In one study with 358 primary care physicians, recognition of physical abuse was the lowest (70%); the highest rate was of sexual abuse (91%) [278]. Intention to report was low for physical abuse, emotional abuse, and neglect among physicians in the study. There are several barriers to reporting. First, many practitioners do not have a clear understanding of how APS operates. Many are not familiar with the elder abuse reporting laws, how they work, and/or who to contact if they were to report, and time constraints make it difficult to do additional research to locate the information given there are often competing responsibilities and priorities [279]. Second, practitioners fear they will make a bad situation worse or that nothing will change if they report the abuse [179,194,195]. Third, practitioners may also feel threatened for their own safety, and in some instances, it may be necessary to contact law enforcement as well [179,195]. Some are also concerned that they are breaking the confidentiality of the elderly individual [194,195]. If the potential perpetrator is a staff person, a sense of loyalty can impede the reporting of elder abuse [279]. Practitioners may be unsure due to lack of preparedness. There is a shortage of services for elders, particularly in rural areas, making it difficult to make proper referrals. In some rural areas, transportation barriers make it even more complex [196].
Ultimately, the effectiveness of mandatory reporting laws remains unclear. There does not appear to be a difference in the number of reports in states with and without mandatory reporting laws [226].

Education



Healthcare professionals can play a significant role in education and information dissemination. It is important to educate the victim by providing him/her with information about the nature of the problem, their options, and assuring the victim that he/she is not responsible for what has happened. Distribute literature about elder abuse when appropriate, and provide a list of emergency community resources (e.g., lock replacements, counseling, hotlines, shelters, meals-on-wheels, visiting nurse, adult day care). Family members also require education. The key is coordination of various professionals and organizations in order to provide education, technical assistance, and services [247]. Educating practitioners about elder abuse is also crucial. Interactive trainings, utilizing case studies, simulations, and role plays, are more effective [278].

Safety Planning



Practitioners should review safety planning with the elder. Components of safety planning involve encouraging the patient to have emergency numbers on hand; being able to identify warning signals that the violence might escalate; having bags packed in the event that the elder needs to leave immediately; and forming an escape plan by identifying all the exits. The elder should be encouraged to replace locks if necessary. Remember, older women and men do experience domestic violence or spousal abuse; and therefore, it is important to review safety planning. Again, safety planning should be done in such a way that it does not contradict the ethical principle of respect for persons; it should help keep elders safe but simultaneously empower them to change their situations [197].

Legal Assistance and Orders of Protection



Elders may require legal assistance to establish guardianships, revoke powers of attorney, and obtain orders of protection. Every state offers orders of protection for domestic violence. These orders are available for victims of provable violence perpetrated by a person to whom the victim is married or was formerly married, has a child in common, or is related by blood [198]. Some states extend the availability of orders of protection to include vulnerable adults [198]. Orders of protection essentially stipulate that the abuser must stay away from the victim and his/her home, vacate the home, and/or refrain from abuse or threats. In a quantitative study, researchers found that older men were less likely to receive a protective order, and older women were less likely to have a second hearing [280]. Generally, requested protective orders tended to be for the petitioner's residence. Practitioners must be aware of the limitations of orders of protection and seek legal consultation for elder abuse victims. More states are expanding their definition of domestic violence to include other forms of family violence, including elder abuse [199].

Alternative Housing



Practitioners can discuss options for alternative living arrangements with elderly individuals. Depending on the situation, domestic violence shelters might be appropriate; in other cases, temporary stays in care facilities, senior housing, or shelters for victims of abuse may be preferred [200]. However, domestic shelters are not always suitable for elders, especially if they have limited mobility or require assistance with activities of daily living [218]. Always begin with the least restrictive arrangements. For example, does the elder have someone to stay with him/her? In addition, explore options such as home care arrangements and the issue of temporary or permanent alternative residences (e.g., a senior citizen residence, nursing home, shelters).
Providing services to elders at risk of abuse or who are victims of elder abuse is complicated. Practitioners must wrestle with issues of self-determination, mental competency, and, as discussed previously, inconsistency of elder abuse statutes from state to state. The concept of self-determination refers to the right of individuals to make their own decisions [201]. To truly self-determine, each person must have several alternatives that are feasible and appropriate to their situation. To complicate matters, in working with elder abuse victims, practitioners also must examine patients' levels of "learned helplessness," fear, and mental competency, all of which affect their ability to self-determine [201]. Consequently, working with elders requires a long-term casework approach—the building of a trusting relationship with the patient, referring, linking, and coordinating appropriate services, and providing counseling and support to the individual [201].

Prevention



Healthcare facilities often conduct background checks on
          their care providers. Families who hire care providers for their elder relatives should
          also conduct comprehensive background checks to reduce the risk of abuse. Family members
          may do some background checks themselves by calling references and verifying employment
          dates. With Internet technology, there are businesses that will conduct background reports
          for a nominal fee. Red flags that could indicate potential problems include [202]: 
	Unsigned applications
	Gaps in employment that are not or are poorly reconciled
	Unanswered questions regarding criminal background
	References are friends or family members as opposed to previous
                employers/supervisors
	Names of past supervisors cannot be recalled
	Poor explanations for leaving other positions
	Excessive cross-outs and changes made on the employment application
	Background questions not answered


In some states, banks are mandated to report incidences of financial abuse of their elderly clients through APS [203]. However, many banks are concerned about legal liability despite the fact that there are immunity clauses for those who report in good faith.
In terms of general prevention, social services and other outreach programs can help with early detection and overcoming the barrier of isolation [231].

State of Elder Abuse Interventions



Although elder abuse has been the subject of intense research and debate for several decades, there remains little consensus about the effectiveness of any one particular intervention [250]. Studies that evaluate elder abuse interventions often have small sample sizes, lack methodologic rigor, and tend to rely on poor-quality evidence, making it challenging to definitively identify effective intervention and prevention services [250,251,252].


INTERPROFESSIONAL COLLABORATION AND PRACTICE



Interprofessional collaboration and practice (ICP) is defined as a partnership or network of providers who work in a concerted and coordinated effort on a common goal for patients and their families to improve health, mental health, and social and/or family outcomes [281]. ICP crosses professional boundaries, allowing providers to harness the skills and knowledge of their colleagues to achieve a common goal [282]. The lack of a universal definition of elder abuse results in professionals approaching the problem from different perspectives. Health professionals approach elder abuse from a health perspective, while legal professionals view elder abuse from an evidentiary and judicial perspective [283]. When practitioners collaborate with colleagues across disciplines, they can experience benefits such as increased job satisfaction, improved staff retention and working relationships, and higher levels of creativity when creating treatment plans [284,285].
ICP teams for elder abuse include attorneys, law enforcement
        personnel, and geriatric specialists from the medical, nursing, and social work [286]. Forensic accountants might be necessary
        to identify and document financial abuse [292]. ICP teams might also include paraprofessionals, who can bridge the health, social,
        legal, and mental health care systems with members from different racial and ethnic minority
        communities. These paraprofessionals include religious leaders, cultural experts,
        translators, interpreters, and other frontline community workers [287].
One of the challenges to effective interprofessional collaboration is that professionals (and paraprofessionals) are typically socialized to their discipline's professional cultural norms and have not been exposed to other professional value systems. Further, when they enter the workforce, they continue to work in silos, making them unfamiliar with the professional goals, language, roles, and tasks of their colleagues from other disciplines. Furthermore, continuity of care can be a significant barrier due to the involvement of various systems and the marginalized and vulnerable populations involved [288]. Consequently, information sharing, communication, and mutual respect are essential. Staff buy-in and coalition building are necessary in promoting and sustaining ICP work [283,286].

ETHICAL ISSUES



There are unique ethical issues for practitioners when dealing with cases of elder abuse. Practitioners should consider the following ethical issues.
Autonomy and Self-Determination



Autonomy is defined as an ability to control one's own life and is based on independence and freedom [204]. On the other hand, self-determination is characterized by the ability to make informed decisions and plans to fulfill personal goals [205]. Both autonomy and self-determination are important aspects of care and should be protected. In a systematic review, the ethical principle of autonomy emerged the most often in geriatric literature [289]. Autonomy issues involved human dignity and integrity, respect for the elders' wishes, the value of family members' views, and information given to the elders and family about diagnosis, treatment, and end-of-life interventions [289]. In some cases, the violation of clients' autonomy and self-determination is very subtle. For example, practitioners should consider whether the role of the practitioner's expert status inadvertently reinforces or mimics the power dynamic in an abusive relationship [206]. The abused elder should feel free to make decisions regarding his or her life or care.
The state may intercede when an individual cannot protect him/herself from harm. Referred to as parens patriae, the state's intervention allows agencies, such as APS, to provide voluntary and involuntary services for at-risk elders [207].
The balance between promoting self-determination and ensuring the welfare of the individual is a delicate issue. Practitioners should keep in mind that an elder's level of autonomy is not static. It will constantly change due to altering medical conditions and level of functioning. Therefore, is important to periodically evaluate the individual's level of autonomy to determine the balance between supporting self-determination and beneficence [197,253].
It is important that practitioners be supportive of patients' decisions regarding care [205]. To this end, the National Association of APS Administrators and others have identified best practice guidelines to promote principles of autonomy and self-determination [207,208,253]:
      
	Seek informed consent from the elder.
	Discuss values and preferences with the elder.
	Avoid imposing one's own personal values on the elder, and support the client's values and preferences regardless of whether they conflict with one's own value system.
	Recognize the elder's individual cultural and personal differences.
	Involve the elder as much as possible with the intervention plan.
	Evaluate care plans that take into account physical safety, independence, and the client's values and preferences.
	Employ the least restrictive services first.
	Respect the elder's decisions.



Informed Consent



The issues of self-determination and an individual's mental capacity are components of assuring informed consent. Although protecting a client's self-determination is important, there will be times when a person cannot give informed consent or there are questions regarding the patient's degree of capacity [290]. If a client's capacity may be compromised, there are three courses of action that may be taken. A surrogate caregiver, ideally identified by the client via a durable health care power of attorney, could provide consent. Alternatively, the surrogate caregiver may give informed consent while the elder gives assent. Finally, the client may have created documents indicating consent for certain procedures or wishes (e.g., living wills, do not resuscitate orders) prior to incapacitation [209].

Confidentiality



The practitioner's duty to respect a patient's or client's privacy of information is referred to as confidentiality. Because a victim's trust has been violated, he/she may have difficulty trusting practitioners and may be reluctant to accept help [253]. If during any patient assessment abuse is suspected, the necessary steps of action will be dictated by the state laws regarding elder abuse [253]. Effective collaboration involving sharing information across various agencies to coordinate services to protect the elder is vital, as is the protection of the client's right to confidentiality. Ultimately, the promotion of confidentiality should not breed inaction [175].

Capacity



It is unethical to assume that all elders do or do not have the capacity to make decisions. If an elder abuse victim does not take action against the perpetrator or to end the abusive relationship, this does not indicate lack of capacity [198].
It is often assumed that with old age comes diminished intellectual ability, which is an ageist attitude [198]. Normal aspects of aging, such as hearing loss, may make communication difficult, which may in turn be misinterpreted as diminished capacity. Therefore, each patient's physical limitations should be taken into account and communication modified as necessary. This allows important information to be accurately conveyed and ensures that all decisions are appropriately informed [198]. It may be necessary to take more breaks or otherwise accommodate the elder's needs during appointments [218].

Beneficence/Maleficence



Beneficence refers to doing good and promoting the well-being of others, while maleficence is avoiding doing harm to others [291]. Because Western society views elders as vulnerable, practitioners may be inclined to engage in an intervention on behalf of the elder, believing it is in their best interest [290]. There is a continual ethical balance of promoting client autonomy and beneficence [290].



5. RESOURCES FOR PRACTITIONERS WORKING WITH THE ELDERLY AND ABUSE VICTIMS



The following resources are provided for practitioners to gain more information about various aspects of elder abuse as well as resources to get additional information about services to which to refer elders.

        Administration for Community Living
      

        https://acl.gov
      


        Center of Excellence on Elder Abuse and Neglect
      

        http://www.centeronelderabuse.org
      


        Eldercare Locator
      

        https://eldercare.acl.gov
      


        Elder Justice Coalition
      

        http://www.elderjusticecoalition.com
      


        Futures Without Violence
      

        https://www.futureswithoutviolence.org
      


        National Long-Term Care Ombudsman Resource Center
      

        https://ltcombudsman.org
      


        National Academy of Elder Law Attorneys, Inc.
      

        https://www.naela.org
      


        National Adult Protective Services Association
      

        https://www.napsa-now.org
      


        National Center on Elder Abuse
      

        https://ncea.acl.gov
      


        National Center for Victims of Crime
      

        https://victimsofcrime.org
      


        National Clearinghouse on Abuse in Later Life
      

        https://www.ncall.us
      


        National Coalition Against Domestic Violence
      

        http://www.ncadv.org
      


        National Institute of Justice
      

        https://nij.ojp.gov
      


        National Organization for Victim Assistance
      

        https://www.trynova.org
      


    National Online Resource Center on Violence Against Women
  

    https://www.nsvrc.org/organizations/115
  

Works Cited



1. 
      Gelles RJ. Family violence. In: Hampton RL (ed). Family Violence:
          Prevention and Treatment. 2nd ed. Newbury Park, CA: Sage Publications; 1999:
        1-24.
    

2. 
      Spector M, Kitsuse JI. Constructing Social Problems. Menlo
        Park, CA: Cummings Publishing Company, Inc.; 1977.
    

3. 
      Winton MA, Mara BA. Child Abuse and Neglect: Multidisciplinary
          Approaches. Boston, MA: Allyn and Bacon; 2001.
    

4. 
    Johnson JM. Horror stories and the construction of child abuse. In: Best J (ed). Images of Issues: Typifying Contemporary Social Problems. 2nd ed. New York, NY: Aldine de Gruyter Inc.; 1995.
  

5. 
    Goode TD, Jones W, Jackson V. Families with African American roots. In: Lynch EW, Hanson MJ (eds). Developing Cross-Cultural Competence: A Guide for Working with Children and Their Families. 4th ed. Baltimore, MD: Paul H. Brooks Publishing Co.; 2011: 140-189.
  

6. 
    Dobash RE, Dobash RP. Violence Against Wives: A Case Against the Patriarchy. New York, NY: Free Press; 1979.
  

7. 
    Hampton RL, Coner-Edwards AFW. Physical and sexual violence in marriage. In: Hampton RL (ed). Family Violence: Prevention and Treatment. Newbury Park, CA: Sage Publications; 1993: 113-141.
  

8. 
    Straus MA. Sociological research and social policy: the case of family violence. Sociol Forum. 1992;7(2):211-237.
  

9. 
    Hill JB, Amuwo SA. Understanding elder abuse and neglect. In: Jackson NA, Oates GC (eds). Violence in Intimate Relationships: Examining Sociological and Psychological Issues. Boston, MA: Butterworth-Heinemann; 1998: 195-223.
  

10. 
    Quinn MJ, Tomita SK. Elder Abuse and Neglect: Causes, Diagnosis, and Intervention Strategies. 2nd ed. New York, NY: Springer Publishing Co.; 1997.
  

11. 
    Stearns PN. Old age family conflict: the perspective of the past. In: Wolf R, Pillemer K (eds). Elder Abuse: Conflict in the Family. Dover, MA: Auburn House Publishing Co.; 1986: 3-24.
  

12. 
    Vinton L. Working with abused older women from a feminist perspective. J Women Aging. 1999;11(2-3):85-100.
  

13. 
    Baumann EA. Research rhetoric and the social construction of elder abuse. In: Best J (ed). Images of Issues: Typifying Contemporary Social Problems. New York, NY: Aldine de Gruyter; 1989: 55-74.
  

14. 
    Minaker KL, Frishman R. Elder abuse: love gone wrong. Harv Health Lett. 1995;20(12):9-14.
  

15. 
    Wolf RS. The nature and scope of elder abuse. Generations. 2000;24(2):6-13.
  

16. 
    Welfel ER, Danzinger PR, Santoro S. Mandated reporting of abuse/maltreatment of older adults: a primer for counselors. J Couns Dev. 2000;78(3):284-293.
  

17. 
    Administration for Community Living. Long-Term Care Ombudsman Program. Available at https://acl.gov/programs/Protecting-Rights-and-Preventing-Abuse/Long-term-Care-Ombudsman-Program. Last accessed December 19, 2022.
  

18. 
    Administration for Community Living. The Elder Justice Act. Available at https://acl.gov/about-acl/elder-justice-act. Last accessed December 19, 2022.
  

19. 
    Daly JM, Jogerst G. Statute definitions of elder abuse. Journal of Elder Abuse & Neglect. 2021;13(4):39-57.
  

20. 
    Jackson SL. The shifting conceptualization of elder abuse in the United States: from social services, to criminal justice, and beyond. International Psychogeriatrics. 2016;28(1):1-8.
  

21. 
    Administration for Community Living. Profile of Older Americans: 2018. Available at https://acl.gov/aging-and-disability-in-america/data-and-research/profile-older-americans. Last accessed December 19, 2022.
  

22. 
    Teaster PB, Wangmo T, Anetzberger GJ. A glass half full: the dubious history of elder abuse policy. J Elder Abuse Negl. 2010;22(1-2):6-15.
  

23. 
    National Center on Elder Abuse. Statistics and Data. Available at https://ncea.acl.gov/What-We-Do/Research/Statistics-and-Data.aspx. Last accessed December 19, 2022.
  

24. 
    National Council on Aging. Elder Abuse Facts. Available at https://www.ncoa.org/public-policy-action/elder-justice/elder-abuse-facts/. Last accessed December 19, 2022.
  

25. 
    Anetzberger GJ. The elder abuse policy landscape in the United States. Journal of Elder Policy. 2021;1(2):31-57.
  

26. 
    Acierno R, Hernandez MA, Amstadter AB, et al. Prevalence and correlates of emotional, physical, sexual, and financial abuse and potential neglect in the United States: the National Elder Mistreatment Study. Am J Public Health. 2010;100(2):292-297.
  

27. 
    Laumann EO, Leitsch SA, Waite LJ. Elder mistreatment in the United States: prevalence estimates from a nationally representative study. J Gerontol B Psychol Sci Soc Sci. 2008;63(4):S248-S254.
  

28. 
    Li M, Chen R, Dong X. Elder mistreatment across diverse cultures. Generations. 2020;44(1):20-25.
  

29. 
    Reader TW, Gillespie A. Patient neglect in healthcare institutions: a systematic review and conceptual model. BMC Health Serv Res. 2013;13(1):1-15.
  

30. 
    Buzgová R, Ivanová, K. Violation of ethical principles in institutional care for older people. Nurs Ethics. 2011;18(1):64-78.
  

31. 
    Administration for Community Living. 2020 Profile of Older Americans. Available at https://acl.gov/sites/default/files/aging%20and%20Disability%20In%20America/2020Profileolderamericans.final_.pdf. Last accessed January 5, 2023.
  

32. 
    Post L, Page C, Conner T, Prokhorov T, Fang Y, Biroscak BJ. Elder abuse in long-term care: types, patterns, and risk factors.Res Aging. 2010;32(3):323-348.
  

33. 
    Griffore RJ, Barboza GE, Mastin T, Oehmke J, Schiamberg LB, Post LA. Family members' reports of abuse in Michigan nursing homes. J Elder Abuse Negl. 2009;21(2):105-114.
  

34. 
    U.S. Census Bureau. Infographic: An Aging Nation: Projected Number of Children and Older Adults. Available at https://www.census.gov/library/visualizations/2018/comm/historic-first.html. Last accessed January 5, 2023.
  

35. 
    Ramsey-Klawsnik H, Teaster PB, Mendiondo MS, Marcum JL, Abner EL. Sexual predators who target elders: findings from the First National Study of Sexual Abuse in care facilities. J Elder Abuse Negl. 2008;20(4):353-376.
  

36. 
    Boudreau FA. Elder abuse. In: Hampton RL (eds.) Family Violence: Prevention and Treatment. Newbury Park, CA: Sage Publications; 1993:142-158.
  

37. 
    Hernandez-Tejada MA, Amstadter A, Muzzy W, Acierno R. The National Elder Mistreatment Study: race and ethnicity findings.J Elder Abuse Negl. 2013;25(4):281-293.
  

38. 
    DeLiema M, Gassoumis ZD, Homeier DC, Wilber KH. Determining prevalence and correlates of elder abuse using promotores: low income immigrant Latinos report high rates of abuse and neglect. J Am Geriatr Soc. 2012;60(7):1333-1339.
  

39. 
    Sanchez YM. Elder mistreatment in Mexican American communities: the Nevada and Michigan experiences. In: Tatara T (ed). Understanding Elder Abuse in Minority Populations. Philadelphia, PA: Brunner/Mazel; 1999: 67-77.
  

40. 
    Yang EZ, Kotwal AA, Lisha NE, Wong JS, Huang AJ. Formal and informal social participation and elder mistreatment in a national sample of older adults. Journal of the American Geriatrics Society. 2021;69(9):2579-2590.
  

41. 
    Beach SR, Schulz R, Castle NG, Rosen J. Financial exploitation and psychological mistreatment among older adults: differences between African Americans and non-African Americans in a population-based survey. Gerontologist. 2010;50(6):744-757.
  

42. 
    Dimah A, Dimah K. Gender differences among abused older African Americans and African American abusers in an elder abuse provider agency. J Black Stud. 2002;32(5):557-573.
  

43. 
    Chang J, Moon A. Korean American elderly's knowledge and perceptions of elder abuse: a qualitative analysis of cultural factors.J Multicult Soc Work. 1997;6(1-2):139-155.
  

44. 
    Moon A. Perceptions of elder abuse among various cultural groups: similarities and differences. Generations. 2000;24(2):75-81.
  

45. 
    Lee M. Caregiver stress and elder abuse among Korean family caregivers of older adults with disabilities. J Fam Violence. 2008;23(8):707-712.
  

46. 
    Wu L, Chen H, Hu Y, et al. Prevalence and associated factors of elder mistreatment in a rural community in People's Republic of China: a cross-sectional study. PLoS One. 2012;7(3):1-8.
  

47. 
    Dong X, Simon MA, Gorbien M. Elder abuse and neglect in an urban Chinese population. J Elder Abuse Negl. 2007;19(3/4):79-96.
  

48. 
    Yan ECW, Tang CSK. Elder abuse by caregivers: a study of prevalence and risk factors in Hong Kong Chinese families. J Fam Violence. 2004;19(5):269-277.
  

49. 
    Centers for Disease Control and Prevention. Elder Abuse: Definitions. Available at https://www.cdc.gov/violenceprevention/elderabuse/definitions.html. Last accessed December 19, 2022.
  

50. 
    Administration for Community Living. What is Elder Abuse? Available at https://acl.gov/programs/elder-justice/what-elder-abuse. Last accessed December 19, 2022.
  

51. 
    Social Care Institute for Excellence. Protecting Adults at Risk in London: Good Practice Resource. Available at http://docs.scie-socialcareonline.org.uk/fulltext/scie-protecting-adults-at-risk-in-london.pdf. Last accessed December 19, 2022.
  

52. 
    Bužgová R, Ivanová K. Elder abuse and mistreatment in residential settings. Nurs Ethics. 2009;16(1):110-126.
  

53. 
    Harris DK, Benson ML. Theft in nursing homes: an overlooked form of elder abuse. J Elder Abuse Negl. 1999;11(3):73-90.
  

54. 
    Fisher BS, Regan SL. The extent and frequency of abuse in the lives of older women and their relationship with health outcomes. Gerontologist. 2006;46:200-209.
  

55. 
    Anetzberger GJ. An update on the nature and scope of elder abuse. Generations. 2012;36(3):12-20.
  

56. 
    Bond MC, Butler KH. Elder abuse and neglect: definitions, epidemiology, and approaches to emergency department screening.Clin Geriatr Med. 2013;29(1):257-273.
  

57. 
    Jackson SL, Hafemeister TL. Risk factors associated with elder abuse: the importance of differentiating by type of elder maltreatment. Violence Vict. 2011;26(6):738-757.
  

58. 
    Shugarman L, Fries BE, Wolf RS, Morris JN. Identifying older people at risk of abuse during routine screening practices. J Am Geriatr Soc. 2003;51(1):24-31.
  

59. 
    Ramsey-Klawsnik H. Elder-abuse offenders. Generations. 2000;24(2):17-22.
  

60. 
    Wolf RS. Major findings from three model projects on elderly abuse. In: Pillemer KA, Wolf RS (eds). Elder Abuse: Conflict in the Family. Dover MA: Auburn House Publishing; 1986.
  

61. 
    Phillips L. Theoretical explanations of elder abuse: competing hypotheses and unresolved issues. In: Pillemer KA, Wolf RS (eds).Elder Abuse: Conflict in the Family. Dover, MA: Auburn House; 1986.
  

62. 
    Steinmetz SK. Elder abuse is caused by the perception of stress associated with providing care. In: Loseke DR, Gelles RJ, Cavangaugh MM. Current Controversies on Family Violence. 2nd ed. Newbury Park, CA: Sage Publications; 2005: 191-206.
  

63. 
    Brandl B, Raymond JA. Policy implications of recognizing that caregiver stress is not the primary cause of elder abuse. Generations. 2012;36(3):32-39.
  

64. 
    Lubkin I, Payne ME. Family caregivers. In: Larsen PD. Chronic Illness: Impact and Interventions. 9th ed. Boston, MA: Jones and Bartlett Publishers; 2016.
  

65. 
    Braithwait V. Caregiving burden: making the concept scientifically useful and policy relevant. Res Aging. 1992;14(1):3-28.
  

66. 
    Atkinson JM, Coia DA. Families Coping with Schizophrenia: A Practitioner's Guide to Family Groups. New York, NY: John Wiley & Sons, Inc.; 1995.
  

67. 
    Aneshensel CS, Pearlin LI, Mullan JT, Zarit SH, Whitlatch CJ. Profiles in Caregiving: The Unexpected Career. San Diego, CA: Academic Press; 1995.
  

68. 
    Steinmetz SK. Dependency, stress, and violence between middle-aged caregivers and their elderly parents. In: Kosberg JI (ed). Abuse and Maltreatment of the Elderly: Causes and Interventions. Boston, MA: PSG Inc.; 1983.
  

69. 
    Hashizume Y. Releasing from the oppression: caregiving for the elderly parents of Japanese working women. Qual Health Res. 2010;20:830-844.
  

70. 
    World Health Organization. Abuse of the elderly. In: World Health Organization. World Report on Violence and Health. Geneva; 1999.
  

71. 
    Pillemer KA. Elder Abuse is Caused by the deviance and dependence of abusive caregivers. In: Loseke DR, Gelles RJ (eds).Current Controversies on Family Violence. 2nd ed. Newbury Park, CA: Sage Publications; 2005: 207-220.
  

72. 
    Pillemer K, Suitor JJ. Violence and violent feelings: What causes them among family caregivers? J Gerontol. 1992;47:S165-S172.
  

73. 
    Pillemer KA, Wolf RS (eds). Elder Abuse: Conflict in the Family. Dover, MA: Auburn House Publishing Co.; 1986.
  

74. 
    Biggs S, Haapala I. Theoretical development and elder mistreatment: spreading awareness and conceptual complexity in examining the management of socio-emotional boundaries. Ageing Int. 2010;35(3):171-184.
  

75. 
    Wolf RS, Pillemer KA. Working with Abused Elders: Assessment, Advocacy, and Intervention. Worcester, MA: University of Massachusetts Medical Center; 1984.
  

76. 
    Jogerst GJ, Daly JM, Galloway LJ, Zheng S, Xu Y. Substance abuse associated with elder abuse in the United States. Am J Drug Alcohol Abuse. 2012;38(1):63-69.
  

77. 
    Miltenberger RG (ed). Behavior Modification: Principles and Procedures. Belmont, CA: Wadsworth Cengage Learning; 2012.
  

78. 
    Hotaling GT, Straus MA, Lincoln AJ. Intrafamily violence and crime and violence outside the family. In: Straus MA, Gelles RJ (eds). Physical Violence in American Families: Risk Factors and Adaptations to Violence in 8,145 Families. New Brunswick, NJ: Transaction Publishers; 1990: 431-470.
  

79. 
    Yllo KA. Through a feminist lens: gender, power, and violence. In: Loseke DR, Gelles RJ, Cavanaugh MM. Current Controversies on Family Violence. 2nd ed. Newbury Park, CA: Sage Publications; 2005: 19-34.
  

80. 
    Norris D, Fancey P, Power E, Ross P. The critical-ecological framework: advancing knowledge, practice, and policy on older adult abuse. J Elder Abuse Negl. 2013;25(1):40-55.
  

81. 
    Schechter S. Women and Male Violence: The Visions and Struggles of the Battered Women's Movement. Boston, MA: South End Press; 1982.
  

82. 
    McGarry J, Simpson C, Hinchliff-Smith K. The impact of domestic abuse for older women: a review of the literature. Health Soc Care Community. 2011;19(1):3-14.
  

83. 
    Reinharz S. Friends or foes: gerontological and feminist theory. Womens Stud Int Forum. 1986;9(5-6):221-241.
  

84. 
    Band-Winterstein T, Eisikovits Z. "Aging out" of violence: the multiple faces of intimate violence over the life span. Qual Health Res. 2009;19(2):164-180.
  

85. 
    Sormanti M, Shibusawa T. Intimate partner violence among midlife and older women: a descriptive analysis of women seeking medical services. Health Soc Work. 2008;33(1):33-34.
  

86. 
    Breckman RS, Adelman RD. Strategies for Helping Victims of Elder Mistreatment. Newbury Park, CA: Sage Publications; 1988.
  

87. 
    Pillemer K, Finkelhor D. Causes of elder abuse: caregiver stress versus problem relatives. Am J Orthopsychiatry. 1989;59:179-187.
  

88. 
    Vinton L, Lobell-Boesch T. A five-year follow-up study of domestic violence programming for battered older women. Violence Against Women. 1997;4(5):559-571.
  

89. 
    Traxler AJ. Let's Get Gerontologized: Developing A Sensitivity to Aging. The Multipurpose Senior Center Concept: A Training Manual for Practitioners Working with the Aging. Springfield, IL: Illinois Department of Aging; 1980.
  

90. 
    Phelan A. Elder abuse, ageism, human rights and citizenship: implications for nursing discourse. Nurs Inq. 2008;15(4):320-329.
  

91. 
    Thought Co. Disengagement Theory. Available at https://www.thoughtco.com/disengagement-theory-3026258. Last accessed January 23, 2020.
  

92. 
    Cornwell B, Laumann EO, Schumm LP. The social connectedness of older adults: a national profile. Am Sociol Rev. 2008;73(2): 185-203.
  

93. 
    U.S. Census Bureau: American Fact Finder. Selected Social Characteristics in the United States: 2011–2015 American Community Survey 5-Year Estimates. Available at https://www.census.gov/programs-surveys/acs/technical-documentation/table-and-geography-changes/2015/5-year.html. Last accessed December 19, 2022.
  

94. 
    Pew Research Center. Hispanic Trends. U.S. Population Projections: 2005–2050. Available at https://www.pewresearch.org/hispanic/2008/02/11/us-population-projections-2005-2050. Last accessed December 19, 2022.
  

95. 
    Okayama CM, Furuto S, Edmondson J. Components of cultural competence: attitudes, knowledge, and skills. In: Fong R, Furuto S (eds). Culturally Competent Practice: Skills, Interventions, and Evaluations. Boston, MA: Allyn and Bacon; 2001: 89-100.
  

96. 
    Nyatanga B. Cultural competence: a noble idea in a changing world. Int J Palliat Nurs. 2008;14(7):315-315.
  

97. 
    Coontz S. Introduction. In: Cootnz S, Parson M, Raley G (eds). American Families: A Multicultural Reader. New York, NY: Routledge; 1999: ix-xxxiii.
  

98. 
    Diller JV. Understanding culture and cultural differences. In: Diller JV (ed). Cultural Diversity: A Primer for the Human Services. 5th ed. Stamford, CT: Cengage Learning; 2015: 92-113.
  

99. 
    Anetzberger G, Korbin J, Tomita S. Defining elder mistreatment in four ethnic groups across two generations. J Cross Cult Gerontol. 1996;11:187-212.
  

100. 
    Vinton L. A nationwide survey of domestic violence shelters' programming for older women. Violence Against Women. 1998;4(5):559-571.
  

101. 
    Griffin LW, Williams OJ. Abuse among African-American elderly. J Fam Violence. 1992;7(1):19-35.
  

102. 
    Green JW. Help-seeking behavior: the cultural construction of care. In: Green JW (ed). Cultural Awareness in the Human Services: A Multi-Ethnic Approach. 3rd ed. Needham Heights, MA: Allyn and Bacon; 1998: 49-79.
  

103. 
    Zuniga ME. Latinos: cultural competence and ethics. In: Fong R, Furuto S (eds). Culturally Competent Practice: Skills, Interventions, and Evaluations. Boston, MA: Allyn and Bacon; 2001: 47-60.
  

104. 
    Falicov CJ. Mexican families. In: McGoldrick M, Giordano J, Pearce JK (eds). Ethnicity and Family Therapy. 3rd ed. New York, NY: Guilford Press; 2005: 229-241.
  

105. 
    National Adult Protective Services Association. An Overview of Our History. Available at https://www.napsa-now.org/history. Last accessed December 19, 2022.
  

106. 
    Curran MA, Utley EA, Muraco JA. An exploratory study of the meaning of marriage for African Americans. Marriage Fam Rev. 2010;46:346-365.
  

107. 
    Bell-Tolliver L, Burgess R, Brock LJ. African American therapists working with African American families: an exploration of the strengths perspective in treatment. J Marital Fam Ther. 2009;35(3):293-307.
  

108. 
    Martin EP, Martin JM. The Black Extended Family. Chicago, IL: University of Chicago Press; 1978.
  

109. 
    Jackson JJ. Minorities and Aging. Belmont, CA: Wadsworth Publishing Company; 1980.
  

110. 
    Franklin JH, Higginbotham E. From Slavery to Freedom: A History of African Americans. 9th ed. New York, NY: McGraw-Hill; 2010.
  

111. 
    Stewart P. Care provision for African American elders: family attitudes and strategies. J Intergenerational Relationships. 2008;6(1):61-81.
  

112. 
    McCoy R. African American elders, cultural traditions and the family reunion. Generations. 2011;35(3):16-21.
  

113. 
    Harper MS, Alexander CD. Profile of the Black elderly. In: Harper MS (ed). Minority Aging: Essential Curricula Content for Selected Health and Allied Health Professions. Washington, DC: U.S. Department of Health and Human Health Services, Public Health Service, Health Resources and Services Administration; 1990.
  

114. 
    Shook SE, Jones DJ, Forehand R, Dorsey S, Brody G. The mother-coparent relationship and youth adjustment: a study of African American single-mother families. J Family Psychol. 2010;24(3):243-251.
  

115. 
    Falk NL, Baigis J, Kopac C. Elder mistreatment and the Elder Justice Act. Online Journal of Issues in Nursing. 2012;12(3).
  

116. 
    Zong J, Batalova J. Indian Immigrants in the United States. Available at https://www.migrationpolicy.org/article/indian-immigrants-united-states. Last accessed December 19, 2022.
  

117. 
    Uba L. Asian Americans: Personality Patterns, Identity, and Mental Health. New York, NY: The Guilford Press; 1994.
  

118. 
    Green JW. Cultural Awareness in the Human Services: A Multi-Ethnic Approach. 3rd ed. Boston, MA: Allyn and Bacon; 1998.
  

119. 
    Lee E. Overview: assessment and treatment. In: Lee E (ed). Working with Asian Americans: A Guide for Clinicians. New York, NY: The Guilford Press; 1997: 3-36.
  

120. 
    Chen PN. A study of Chinese American elderly residing in hotel rooms. Soc Casework. 1979;60(2):89-95.
  

121. 
    Lin C, Liu WT. Intergenerational relationships among Chinese immigrant families from Taiwan. In: McAdoo HP (ed). Family Ethnicity: Strength in Diversity. 2nd ed. Newbury Park, CA: Sage Publications; 1999: 235-251.
  

122. 
    Krishnaswamy B, Sein UT, Munodawafa D, Varghese C, Venkataraman K, Anand L. Ageing in India. Ageing Int. 2008;32(4):258-268.
  

123. 
    Kao RS, Lam ML. Asian American elderly. In: Lee E (ed). Working with Asian Americans: A Guide for Clinicians. New York, NY: The Guilford Press; 1997: 208-223.
  

124. 
    Kwan AY. Elder abuse in Hong Kong: a new family problem for the old East? J Elder Abuse Negl. 1995;6(3-4):65-80.
  

125. 
    Kanno H, Ai AL. Japanese approach to elder abuse: implications for prevention in emerging developed countries. Indian J Gerontol. 2011;25(4):516-531.
  

126. 
    Tsai HH, Chen MH, Tsai YF. Perceptions of filial piety among Taiwanese university students. J Adv Nurs. 2008;63(3):284-290.
  

127. 
    Victor C, Burholt V, Martin W. Loneliness and ethnic minority elders in Great Britain: an exploratory study. J Cross Cult Gerontol. 2012;27(1):65-78.
  

128. 
    Dong X, Simon MA, Gorbien M, Percak J, Golden R. Loneliness in older Chinese adults: a risk factor for elder mistreatment. J Am Geriatr Soc. 2007;55(11):1831-1835.
  

129. 
    Ramirez M. Psychology of the Americas: Mestizo Perspectives on Personality and Mental Health. Elmsford, NY: Pergamon Press; 1983.
  

130. 
    Ayón C, Marsiglia FF, Bermudez-Parsai M. Latino family mental health: exploring the role of discrimination and familismo.J Community Psychol. 2010;38(6):742-756.
  

131. 
    United States Census Bureau. Hispanic Heritage Month 2019. Available at https://www.census.gov/newsroom/facts-for-features/2019/hispanic-heritage-month.html. Last accessed December 19, 2022.
  

132. 
    Pillemer K, Connolly MT, Breckman R, Spreng RN, Lachs MS. Elder mistreatment: priorities for consideration by the White House Conference on Aging. Gerontologist. 2015;55(2):320-327.
  

133. 
    Sarkisian N, Gerena M, Gerstel N. Extended family ties among Mexican, Puerto Ricans, and Whites: superintegration or disintegration? Fam Relat. 2006;55:331-344.
  

134. 
    Calzada EJ, Tamis-LeMonda CS, Yoshikawa H. Familismo in Mexican and Dominican families from low-income, urban communities.J Fam Issues. 2013;34(2):1696-1724.
  

135. 
    Ayón C, Aisenberg E, Cimino A. Latino families in the nexus of child welfare, welfare reform, and immigration policies: is kinship care a lost opportunity? Soc Work. 2013;58(1):91-94.
  

136. 
    Garcia-Preto N. Latino families: an overview. In: McGoldrick M, Giordano J, Pearce JK (eds). Ethnicity and Family Therapy. 3rd ed. New York, NY: Guilford Press; 1996: 153-165.
  

137. 
    Snyder IB, Duncan SF, Larson JH. Assessing perceived marriage education needs and interests among Latinos in a select western community. J Comp Fam Stud. 2010;41(3):347-367.
  

138. 
    Falicov CJ. Latino Families in Therapy: A Guide to Multicultural Practice. New York, NY: The Guilford Press; 1998.
  

139. 
    Guo M, Li S, Liu J, Sun F. Family relations, social connections, and mental health among Latino and Asian older adults. Res Aging. 2015;37(2):123-147.
  

140. 
    Cruz-Santiago M, Ramírez García JI. "Hay que ponerse en los Zapatos del Ioven:" adaptive parenting of adolescent children among Mexican-American parents residing in a dangerous neighborhood. Fam Process. 2011;50(1):92-114.
  

141. 
    Sutton CT, Broken Nose MA. American Indian families: an overview. In: McGoldrick M, Giordano J, Garcia-Preto N (eds). Ethnicity and Family Therapy. 3rd ed. New York, NY: Guilford Press; 2005: 43-54.
  

142. 
    Williams JL, Racette EH, Hernandez-Tejada MA, Acierno R. Prevalence of elder polyvictimization in the United States: data from the National Elder Mistreatment Study. Journal of Interpersonal Violence. 2020;35(21-22):4517-4532.
  

143. 
    U.S. Census News Bureau. American Indian and Alaska Native Heritage Month: November 2022. Available at https://www.census.gov/newsroom/facts-for-features/2022/aian-month.html. Last accessed December 19, 2022.
  

144. 
    Horse J. American Indian Families. Paper presented at the Conference on American Indian Family Strengths and Stress; Tempe, AZ; 1981.
  

145. 
    Lettenberger-Klein CG, Fish JN, Hecker LL. Cultural competence with working with American Indian populations: a couple and family therapist perspective. Am J Fam Ther. 2013;41(2):148-159.
  

146. 
    Limb GE, Hodge DR, Panos P. Social work with native people: orienting child welfare workers to the beliefs, values, and practices of Native American families and children. J Public Child Welf. 2008;2(3):383-397.
  

147. 
    Mutchler JE, Baker LA, Lee SA. Grandparents responsible for grandchildren in Native-American families. Soc Sci Q. 2007;88(4):990-1009.
  

148. 
    Axelson JA. Counseling and Development in a Multicultural Society. 3rd ed. Pacific Grove, CA: Brooks/Cole Publishing Co.; 1999.
  

149. 
    Jervis LL, Boland ME, Fickenscher A. American Indian family caregivers' experiences with helping elders. J Cross Cult Gerontol. 2010;25(4):355-369.
  

150. 
    Joe JR, Malach RS. Families with American Indian Roots. In: Lynch EW, Hanson MJ (eds). Developing Cross-Cultural Competence. 4th ed. Baltimore, MD: Paul H. Brookes Publishing Co.; 2011: 110-139.
  

151. 
    Moon A, Benton D. Tolerance of elder abuse and attitudes toward third party intervention among African American, Korean American and White elderly. J Multicult Soc Work. 2000;8(3-4):283-303.
  

152. 
    Moon A, Williams O. Perceptions of elder abuse and help-seeking patterns among African American, White American, and Korean American elderly women. Gerontologist. 1993;38(3):309-316.
  

153. 
    Kim SC. Korean American families. In: Lee E (ed). Working with Asian Americans: A Guide for Clinicians. New York, NY: The Guilford Press; 1997: 125-135.
  

154. 
    Lee HY, Yoon HS, Shin N, et al. Perceptions of elder mistreatment and its link to help-seeking intention: a comparison of elderly Korean and Korean American immigrants. Clin Gerontologist. 2011;34(4):287-304.
  

155. 
    Nagpaul K. Elder abuse among Asian Indians: traditional versus modern perspectives. J Elder Abuse Negl. 1997;9(2):77-92.
  

156. 
    Tyyskä V, Dinshaw FM, Redmond C, Gomes F. "Where we have come and are now trapped:" views of victims and service providers on abuse of older adults in Tamil and Punjabi families. Can Ethnic Stud. 2012;44(3):59-77.
  

157. 
    Griffin LW. Elder maltreatment in the African American community: you just don't hit your momma!!! In: Tatara T (ed). Understanding Elder Abuse in Minority Populations. Philadelphia, PA: Brunner/Mazel; 1998: 27-48.
  

158. 
    Kosberg JI. Preventing elder abuse: identification of high risk factors prior to placement decisions. Gerontologist. 1988;28:43-50.
  

159. 
    Benton DM. African Americans and elder mistreatment: targeting information for a high-risk population. In: Tatara T (ed). Understanding Elder Abuse in Minority Populations. Philadelphia, PA: Brunner/Mazel; 1999: 49-64.
  

160. 
    Paranjape A, Corbie-Smith G, Thompson N, Kaslow NJ. When older African American women are affected by violence in the home: a qualitative investigation of risk and protective factors. Violence Against Women. 2009;15(8):977-990.
  

161. 
    Brown A. Patterns of abuse among Native American elderly. In: Tatara T (ed). Understanding Elder Abuse in Minority Populations. Philadelphia, PA: Brunner/Mazel; 1999: 143-159.
  

162. 
    National Indian Council on Aging. Elder Abuse. Available at https://www.nicoa.org/for-elders/health/elder-abuse. Last accessed January 23, 2020.
  

163. 
    Lee JH, Heo N, Lu J, Portman TAA. Qualitative exploration of acculturation and life-span issues of elderly Asian Americans. Adultspan J. 2013;12(1):4-23.
  

164. 
    Pang KYC. Self-care strategy of elderly Korean immigrants in the Washington DC metropolitan community. J Cross Cult Gerontol. 1996;11:229-254.
  

165. 
    Le QK. Mistreatment of Vietnamese elderly by their families in the United States. J Elder Abuse Negl. 1997;9(2):51-62.
  

166. 
    Tam S, Neysmith S. Disrespect and isolation: elder abuse in Chinese communities. Can J Aging. 2006;25(2):141-151.
  

167. 
    Bullock K. The vulnerability for elder abuse among a sample of custodial grandfathers: an exploratory study. J Elder Abuse Negl. 2007;19(3/4):133-150.
  

168. 
    Tomita SK. The consideration of cultural factors in the research of elder mistreatment with an in-depth look at the Japanese. J Cross Cult Gerontol. 1994;9:39-52.
  

169. 
    Tomita SK. Exploration of elder mistreatment among the Japanese. In: Tatara T (ed). Understanding Elder Abuse in Minority Populations. Philadelphia, PA: Brunner/Mazel; 1999: 119-139.
  

170. 
    Falicov CJ. The Latino family life cycle. In: McGoldrick M, Carter B, Garcia-Preto N (eds). The Expanded Family Life Cycle: Individual, Family, and Social Perspectives. 4th ed. Boston, MA: Allyn and Bacon; 2010.
  

171. 
    Lee HY, Shin N. Cultural view on and response to maltreatment of elderly Korean American immigrants: a social development intervention. Soc Dev Issues. 2010;32(1):89-110.
  

172. 
    Mitchell BM, Festa NA, Franco AC, Juarez D, Lamb LL. Issues in the provision of adult-protective services to Mexican American elders in Texas. In: Tatara T (ed). Understanding Elder Abuse in Minority Populations. Philadelphia, PA: Brunner/Mazel; 1999: 79-92.
  

173. 
    Lee HY, Eaton C. Financial abuse in elderly Korean immigrants: mixed analysis of the role of culture on perception and help-seeking intention. J Gerontol Soc Work. 2009;52(5):463-488.
  

174. 
    George DS, McDonnell HM, DiIorio C, Laderman G. Spiritual well-being and health-related quality of life among African-American women with HIV/AIDS. Appl Res Qual Life. 2011;6(2):139-157.
  

175. 
    Beaulaurier R, Seff L, Newman F, Dunlop B. External barriers to help seeking for older women who experience intimate partner violence. J Fam Violence. 2007;22(8):747-755.
  

176. 
    Holkup PA, Salois EM, Tripp-Reimer T, Weinert C. Drawing on wisdom from the past: an elder abuse intervention with tribal communities. Gerontologist. 2007;47(2):248-254.
  

177. 
    Connolly M, Breckman R, Callahan J, et al. The sexual revolution's last frontier: how silence about sex undermines health, well-being and safety in old age. Generations. 2012;36(3):43-52.
  

178. 
    Sengstock MC, Barrett SA. Abuse and neglect of the elderly in family settings. In: Campbell J, Humphreys J (eds). Nursing Care of Survivors of Family Violence. St. Louis, MO: Mosby; 1993: 173-208.
  

179. 
    Jayawardena KM, Liao S. Elder abuse at end of life. J Palliat Med. 2006;9(1):127-136.
  

180. 
    Penhale B. Responding and intervening in elder abuse and neglect. Ageing Int. 2010;35(3):235-252.
  

181. 
    Neale AV, Hwalek MA, Scott RO, Sengstock MC, Stahl C. Validation of the Hwalek-Sengstock elder abuse screening test. J Appl Gerontol. 1991;10(4):406-418.
  

182. 
    Yaffe MJ, Wolfson C, Lithwick M, Weiss D. Development and validation of a tool to improve physician identification of elder abuse: the Elder Abuse Suspicion Index (EASI). J Elder Abuse Negl. 2008;20(3):276-300.
  

183. 
    Imbody B, Vandsburger E. Elder abuse and neglect: assessment tools, interventions, and recommendations for effective service provision. Educ Gerontol. 2011;37(7):634-650.
  

184. 
    Conti A, Scacchi A, Clari M, Scattaglia M, Dimonte V, Gianino MM. Prevalence of violence perpetrated by healthcare workers in long-term care: a systematic review and meta-analysis. International Journal of Environmental Research and Public Health. 2022;19(2357):2357.
  

185. 
    McMullen T, Schwartz K, Yaffe M, Beach S. Elder abuse and its prevention: screening and detection. In:Elder Abuse and Its Prevention: Forum on Global Violence Prevention. Washington, DC: The National Academies; 2014.
  

186. 
    Fulmer T, Caceres BA. Nursing Standard of Practice Protocol: Detection of Elder Mistreatment. Available at https://consultgeri.org/geriatric-topics/elder-mistreatment-and-abuse. Last accessed December 19, 2022.
  

187. 
    Murphy K, Waa S, Jaffer H, Sauter A, Chan A. A literature review of findings in physical elder abuse. Can Assoc Radiol J. 2013;64(1):10-14.
  

188. 
    Tomita SK. Elder mistreatment: practice modifications to accommodate cultural differences. J Multicult Soc Work. 2000;8(3-4):305-326.
  

189. 
    Bergeron LR, Gray B. Ethical dilemmas of reporting suspected elder abuse. Soc Work. 2003;48(1):96-105.
  

190. 
    Forman JM, McBride RC. Counselors' role in preventing abuse of older adults: clinical, ethical, and legal considerations. Adultspan J. 2010;9(1):4-13.
  

191. 
    Quinn KM, Benson WF. The states' elder abuse victim services: a system in search of support. Generations. 2012;36(3):66-72.
  

192. 
    Stiegel L, Klem E, American Bar Association Commission on Law and Aging for the National Center on Elder Abuse. Reporting Requirements: Provisions and Citations in Adult Protective Services Laws, by State. Available at https://www.americanbar.org/content/dam/aba/administrative/law_aging/MandatoryReportingProvisionsChart.authcheckdam.pdf. Last accessed December 19, 2022.
  

193. 
    National Center on Elder Abuse. State Resources. Available at https://ncea.acl.gov/Resources/State.aspx. Last accessed December 19, 2022
  

194. 
    Halphen JM, Varas GM, Sadowsky JM. Recognizing and reporting elder abuse and neglect. Geriatr. 2009;64(7):13-18.
  

195. 
    Neno R, Neno M. Identifying abuse in older people. Nurs Stand. 2005;20(3):43-47.
  

196. 
    Vandsburger E, Curtis V, Imbody B. Professionals' preparedness to address abuse and neglect among elders living in the rural south: identifying resiliency where stress prevails. Ageing Int. 2012;37(3):356-372.
  

197. 
    Scheiderer EM. Elder abuse: ethical and related considerations for professionals in psychology. Ethics Behav. 2012;22(1):75-87.
  

198. 
    Jordan L. Elder abuse and domestic violence: overlapping issues and legal remedies. Am J Fam Law. 2001;15(2):147-157.
  

199. 
    Donovan K, Regehr C. Elder abuse: clinical, ethical, and legal considerations in social work practice. Clin Soc Work J. 2010;38(2):174-182.
  

200. 
    Nerenberg L. Communities respond to elder abuse. J Gerontol Soc Work. 2006;46(3/4):5-33.
  

201. 
    Bergeron LR. Servicing the needs of elder abuse victims. Policy Pract Public Hum Services. 2000;58(3):40-46.
  

202. 
    Shipman D, Hooten J. Staff background checks: safeguarding vulnerable adults. Nurs Older People. 2009;21(4):23-26.
  

203. 
    Black JA. The not-so-golden years: power of attorney, elder abuse and why our laws are failing a vulnerable population. St. Johns Law Rev. 2008;82:289-314.
  

204. 
    Rees J, King L, Schmitz K. Nurses' perceptions of ethical issues in the care of older people. Nurs Ethics. 2009;16(4):436-445.
  

205. 
    Schmeidel AN, Daly JM, Rosenbaum ME, Schmuch GA, Jogerst GJ. Health care professionals' perspectives on barriers to elder abuse detection and reporting in primary care settings. J Elder Abuse Negl. 2012;24(1):17-36.
  

206. 
    O'Connor D, Hall IM, Donnelly M. Assessing capacity within a context of abuse or neglect. J Elder Abuse Negl. 2009;21(2):156-169.
  

207. 
    Baruth JM, Lapid MI. Capacity determinations and elder self-neglect. AMA J Ethics. 2017;19(10):1047-1050.
  

208. 
    Coverdale J, McCullough LB, Molinari V, Workman R. Ethically justified clinical strategies for promoting geriatric assent. Int J Geriatr Psychiatry. 2006;21(2):151-157.
  

209. 
    McGuire J. Ethical considerations when working with older adults in psychology. Ethics Behav. 2009;19(2):112-128.
  

210. 
    U.S. Census Bureau. The U.S. Joins Other Countries with Large Aging Populations. Available at https://www.census.gov/library/stories/2018/03/graying-america.html. Last accessed December 19, 2022
  

211. 
    U.S. Census Bureau. An Aging Nation: The Older Population in the United States. Available at https://www.census.gov/library/publications/2014/demo/p25-1140.html. Last accessed December 19, 2022
  

212. 
    Saga S, Blekken LE, Nakrem S, Sandmoe A. Relatives' experiences with abuse and neglect in Norwegian nursing homes: a qualitative study. BMC Health Services Research. 2021;21(1):1-14.
  

213. 
    Yon Y, Mikton CR, Gassoumis ZD, Wilber KH. Elder abuse prevalence in community settings: a systematic review and meta-analysis. Lancet Glob Health. 2017;5(2):e147-e156.
  

214. 
    Lachs M, Pillemer K. Elder abuse. N Engl J Med. 2015;373:1947-1956.
  

215. 
    Rosay AB, Mulford CF. Prevalence estimates and correlates of elder abuse in the United States: the National Intimate Partner and Sexual Violence Survey. J Elder Abuse Negl. 2017;29(1):1-14.
  

216. 
    Yon Y, Ramiro-Gonzalez M, Mikton CR, Huber M, Sethi D. The prevalence of elder abuse in institutional settings: a systematic review and meta-analysis. Eur J Public Health. 2019;29(1):58-67.
  

217. 
    Schiamberg LB, Oehmke J, Zhang Z, et al. Physical abuse of older adults in nursing homes: a random sample survey of adults with an elderly family member in a nursing home. J Elder Abuse Negl. 2012;24(1):65-83.
  

218. 
    Jackson SL. Understanding Elder Abuse: A Clinician's Guide. Washington, DC: American Psychological Association; 2018.
  

219. 
    PA, Ficker LJ, Rahman-Filipiak A. Financial decision-making abilities and financial exploitation in older African Americans: preliminary validity evidence for the Lichtenberg Financial Decision Rating Scale (LFDRS). J Elder Abuse Negl. 2016;28(1):14-33.
  

220. 
    Chadiha LA, Washington OG, Lichtenberg PA, Green CR, Daniels KL, Jackson JS. Building a registry of research volunteers among older urban African Americans: recruitment processes and outcomes from a community-based partnership. Gerontologist. 2011;51(suppl 1):S106-S115.
  

221. 
    Chang M. Comparative study on subjective experience of elder abuse between older Korean immigrants in the United States and older Koreans in Korea. Int J Aging Hum Dev. 2019;88(2):187-210.
  

222. 
    Li M, Guo M, Stensland M, Silverstein M, Dong X. Typology of family relationship and elder mistreatment in a US Chinese population. J Am Geriatr Soc. 2019;67(S3):S493-S498.
  

223. 
    Dong X, Wang B. Incidence of elder abuse in a U.S. Chinese population: findings from the longitudinal cohort PINE Study. J Gerontol A Biol Sci Med Sci. 2017;72(suppl 1):S95-S101.
  

224. 
    Dong X, Chen R, Simon MA. Elder mistreatment in U.S. community-dwelling Chinese older women. Violence Against Women. 2016;22(9):1097-112.
  

225. 
    World Health Organization. Abuse of Older People. Available at https://www.who.int/health-topics/abuse-of-older-people. Last accessed December 19, 2022.
  

226. 
    DeLiema M, Navarro A, Enguidanos S, Wilber K. Voices from the frontlines: examining elder abuse from multiple professional perspectives. Health Soc Work. 2015;40(2):e15-e24.
  

227. 
    Bowes A, Avan G, Macintosh SB. Cultural diversity and the mistreatment of older people in Black and minority ethnic communities: some implications for service provision. J Elder Abuse Negl. 2012;24(3):251-274.
  

228. 
    DeLiema M, Gassoumis ZD, Homeier DC, Wilber KH. Determining prevalence and correlates of elder abuse using promotores: low-income immigrant Latinos report high rates of abuse and neglect. Journal of the American Geriatrics Society. 2012;60(7):1333-1339.
  

229. 
    Horsford SR, Parra-Cardona JR, Schiamberg L, Post LA. Elder abuse and neglect in African American families: informing practice based on ecological and cultural frameworks. J Elder Abuse Negl. 2011;23(1):75-88.
  

230. 
    Crowder J, Burnett C, Byon HD, et al. Exploration and comparison of contextual characteristics and mistreatment prevalence among older American Indian and Alaska Native respondents: secondary analysis of the National Elder Mistreatment Study. Journal of Interpersonal Violence. 2022;37(3/4):1456-1483.
  

231. 
    Yan E, Chan K-L, Tiwari A. A systematic review of prevalence and risk factors for elder abuse in Asia. Trauma Violence Abuse. 2015;16(2):199-219.
  

232. 
    Li M, Liang Y, Dong XQ. Different definitions of elder mistreatment and: a prospective cohort study from 2011 to 2017. Journal of the American Geriatrics Society. 2019;67(S3):s506-s512.
  

233. 
    Chen M, Chan KL. Elder abuse and neglect in China: prevalence, co-occurrence, and intergenerational risk factors. Journal of Interpersonal Violence. 2022;37(11/12):NP9839-NP9862.
  

234. 
    Piña-Escudero SD, Weinstein CA, Ritchie C. Contextualizing mistreatment in cognitive impairment in Latin America. J Elder Abuse Negl. 2019;31(3):255-261.
  

235. 
    Bows H, Penhale B. Editorial: elder abuse and social work: research, theory and practice. British Journal of Social Work. 2018;48(4):873-886.
  

236. 
    Jervis LL, Sconzert-Hall W. The conceptualization of mistreatment by older American Indians. J Elder Abuse Negl. 2017;29(1):43-58.
  

237. 
    National Center on Elder Abuse. Mistreatment of Latino Elders. Available at https://ncea.acl.gov/NCEA/media/Publication/Mistreatment-of-Latino-Elders-2014.pdf. Last accessed December 19, 2022.
  

238. 
    Jervis LL, Fickenscher A, Beals J. Assessment of elder mistreatment in two American Indian samples: psychometric characteristics of the HS-EAST and the Native Elder Life–Financial Exploitation and Neglect Measures. J Appl Gerontol. 2014;33(3):336-356.
  

239. 
    Dong X, Chang ES, Wong E, Simon MA. Perceived barriers and facilitators to implement elder abuse intervention for victims and perpetrators: Views from US Chinese older adults. Journal of Adult Protection. 2014;16(5):307-321.
  

240. 
    Yan E. Elder Abuse and help-seeking behavior in elderly Chinese. J Interpers Violence. 2015;30(15):2683-2708.
  

241. 
    Adib M, Esmaeili M, Zakerimoghadam M, Nayeri ND. Barriers to help-seeking for elder abuse: a qualitative study of older adults. Geriatr Nurs. 2019;40(6):565-571.
  

242. 
    Enguidanos SM, Deliema M, Aguilar I, Lambrinos J, Wilber KH. Multicultural voices: Attitudes of older adults in the United States of America about elder mistreatment. Ageing Soc. 2014;34(5):877-903.
  

243. 
    Lee Y-S, Kaplan CP, Perez-Stable EJ. Elder mistreatment among Chinese and Korean immigrants: the roles of sociocultural contexts on perceptions and help-seeking behaviors. J Aggress Maltreat Trauma. 2014;23(1):20-44.
  

244. 
    Paranjape A, Tucker A, Mckenzie-Mack L, Thompson N, Kaslow N. Family violence and associated help-seeking behavior among older African American women. Patient Educ Couns. 2007;68(2):167-172.
  

245. 
    Wang XM, Brisbin S, Loo T, Straus S. Elder abuse: an approach to identification, assessment and intervention. CMAJ. 2015; 187(8):575-581.
  

246. 
    Burnes D, Rizzo VM, Gorroochurn P, Pollack MH, Lachs MS. Understanding service utilization in cases of elder abuse to inform best practices. J Appl Gerontol. 2016;35(10):1036-1057.
  

247. 
    Roberto KA. The complexities of elder abuse. Am Psychologist. 2016;71(4):302-311.
  

248. 
    Jirik S, Sanders S. Analysis of elder abuse statutes across the United States, 2011–2012. J Gerontol Soc Work. 2014;57(5):478-497.
  

249. 
    Pickering CE, Ridenour K, Salaysay Z. Best practices for the identification of elder abuse and neglect in home health. Home Healthc Now. 2016;34(4):182-188.
  

250. 
    Day A, Boni N, Evert H, Knight T. An assessment of interventions that target risk factors for elder abuse. Health Soc Care Community. 2017;25(5):1532-1541.
  

251. 
    Baker PR, Francis DP, Mohd Hairi NN, Othman S, Choo WY. Interventions for preventing elder abuse: applying findings of a new Cochrane review. Age Ageing. 2017;46(3):346-348.
  

252. 
    Fearing G, Sheppard CL, McDonald L, Beaulieu M, Hitzig SL. A systematic review on community-based interventions for elder abuse and neglect. J Elder Abuse Negl. 2017;29(2-3):102-133.
  

253. 
    Quinn K. Cultural and ethical considerations in late-life polyvictimization. J Elder Abuse Negl. 2017;29(5):327-338.
  

254. 
    Storey JE. Risk factors for elder abuse and neglect: a review of the literature. Aggression & Violent Behavior. 2020;50.
  

255. 
    Li M, Kong D, Chao YY, Dong X. Association between personality traits and elder abuse in a community-dwelling Chinese population: findings from the PINE study. Journal of Elder Abuse & Neglect. 2020;3(4):317-333.
  

256. 
    Gholipour F, Khalili Z, Abbasian M. Definitions and theories of elder abuse. Elderly Health Journal. 2020;6(2):140-145.
  

257. 
    Burnes D, Acierno R, Hernandez-Tejada M. Help-seeking among victims of elder abuse: findings from the National Elder Mistreatment Study. The Journals of Gerontology. 2019;74(5):891-896.
  

258. 
    Shepherd BF, Brochu PM. How do stereotypes harm older adults? A theoretical explanation for the perpetration of elder abuse and its rise. Aggression and Violent Behavior. 2021;57:101435.
  

259. 
    Zong J, Batalova J, Burrows M. Frequently Requested Statistics on Immigrants and Immigration in the United States. Available at https://www.migrationpolicy.org/article/frequently-requested-statistics-immigrants-and-immigration-united-states. Last accessed January 5, 2023.
  

260. 
    Frey WH. The U.S. Will Become "Minority White" in 2045, Census Projects. Available at https://www.brookings.edu/blog/the-avenue/2018/03/14/the-us-will-become-minority-white-in-2045-census-projects. Last accessed January 6, 2023.
  

261. 
    U.S. Census Bureau. Facts for Features: Hispanic Heritage Month 2022. Available at https://www.census.gov/newsroom/facts-for-features/2022/hispanic-heritage-month.html. Last accessed January 5, 2023.
  

262. 
    Hamby S, Schultz K, Elm J. Understanding the burden of trauma and victimization among American Indian and Alaska native elders: historical trauma as an element of poly-victimization. Journal of Trauma & Dissociation. 2020;21(2):172-186.
  

263. 
    U.S. Census Bureau. National Black (African American) History Month: February 2022. Available at https://www.census.gov/newsroom/facts-for-features/2022/black-history-month.html. Last accessed January 6, 2023.
  

264. 
    U.S. Census Bureau. Asian American and Pacific Islander Heritage Month: May 2022. Available at https://www.census.gov/newsroom/facts-for-features/2022/asian-american-pacific-islander.html. Last accessed January 6, 2023.
  

265. 
    U.S. Census Bureau. Hispanic Heritage Month 2022. Available at https://www.census.gov/newsroom/facts-for-features/2020/hispanic-heritage-month.html. Last accessed January 6, 2023.
  

266. 
    Krogstad JM. Hispanics Have Accounted for More than Half of Total U.S. Population Growth Since 2010. Available at https://www.pewresearch.org/fact-tank/2020/07/10/hispanics-have-accounted-for-more-than-half-of-total-u-s-population-growth-since-2010. Last accessed January 6, 2023.
  

267. 
    U.S. Census Bureau. American Indian and Alaska Native Heritage Month: November 2022. Available at https://www.census.gov/newsroom/facts-for-features/2022/aian-month.html. Last accessed January 6, 2023.
  

268. 
    Office of Minority Health. Profile: American Indian/Alaska Native. Available at https://minorityhealth.hhs.gov/omh/browse.aspx?lvl=3&lvlid=62. Last accessed January 6, 2023.
  

269. 
    Zhang W. Perceptions of elder abuse and neglect by older Chinese immigrants in Canada. Journal of Elder Abuse & Neglect. 2019;31(4-5):340-362.
  

270. 
    Chaurasia H, Srivastava S. Abuse, neglect, and disrespect against older adults in India. Population Ageing. 2020;13:497-511.
  

271. 
    Sun F, Lee J, Liu L, Zhang Z. Financial maltreatment of Chinese American elders: an inquiry through a cultural lens. Journal of Aging & Social Policy. 2022;34(3):375-390.
  

272. 
    Lee MJ, Ryu J-H, Lee J. Psychological mistreatment by married children in Korea: using the contextual theory to explain mistreatment of aging parents and parents-in-law. Journal of Elder Abuse & Neglect. 2022;34(3):174-197.
  

273. 
    Fraga Dominguez S, Storey JE, Glorney E. Help-seeking behavior in victims of elder abuse: a systematic review. Trauma, Violence, & Abuse. 2021;22(3):466-480.
  

274. 
    Gill JK. Barriers to help seeking among victims of elder abuse: a scoping review and implications for public health policy in Canada. Canadian Journal on Aging. 2022;41(3):460-475.
  

275. 
    Chao YY, Kong D, Seo JY, Zha P, Dong X. Perceived social support and help-seeking among U.S. Chinese older adults who reported elder mistreatment. Journal of Elder Abuse & Neglect. 2022;34(3):222-240.
  

276. 
    Van Royen K, Van Royen P, De Donder L, Gobbens RJ. Elder abuse assessment tools and interventions for use in the home environment: a scoping review. Clinical Interventions in Aging. 2020;15:1793-1807.
  

277. 
    Brijnath B, Gahan L, Gaffy E, Dow B. "Build rapport, otherwise no screening tools in the world are going to help:" frontline service providers' views on current screening tools for elder abuse. The Gerontologist. 2020;60(3):472-482.
  

278. 
    Mydin FHM, Othman S, Choo WY, et al. Clinical recognition of elder maltreatment and intention to report among primary care doctors. Journal of Elder Abuse & Neglect. 2020;32(1):72-83.
  

279. 
    Myhre J, Malmedal WK, Saga S, Ostaszkiewicz J, Nakrem S. Nursing home leaders' perception of factors influencing the reporting of elder abuse and neglect: a qualitative study. Journal of Health Organization and Management. 2020; [Epub ahead of print].
  

280. 
    Durfee A, Goodmark L. Gender, protection orders, and intimate partner violence in later life: a study of protective order filings in Arizona. Journal of Interpersonal Violence. 2021;36(21-22):10479-10498.
  

281. 
    Bridges DR, Davidson RA, Odegard PS, Maki IV, Tomkowiak J. Interprofessional collaboration: three best practice models of interprofessional education. Medical Education Online. 2011;16.
  

282. 
    Strøm B, Jorge JAP, Meystre NR, Kukkes T, Metsälä E, Hafslund BN. Interprofessional work in early detection of breast cancer: an integrative review. Radiography. 2019;25(2):170-177.
  

283. 
    Blowers A, Davis B, Shenk D, Kalaw K, Smith M, Jackson K. A multidisciplinary approach to detecting and responding to elder mistreatment: creating a university-community partnership. American Journal of Criminal Justice. 2012;37(2):276-290.
  

284. 
    Gilles I, Filliettaz SS, Berchtold P, Peytremann-Bridevaux I. Financial barriers decrease benefits of interprofessional collaboration within integrated care programs: results of a nationwide survey. International Journal of Integrated Care. 2020;20(1).
  

285. 
    Ndibu Muntu Keba Kebe N, Chiocchio F, Bamvita J, Fleury MJ. Variables associated with interprofessional collaboration: a comparison between primary healthcare and specialized mental health teams. BMC Family Practice. 2020;21(1):1-11.
  

286. 
    Breckman R, Holt-Knight D, Rachmuth L, Rivera R. Advancing the elder abuse work of adult protective services through participation on multidisciplinary teams. Generations. 2020;44(1):67-73.
  

287. 
    Oelke ND, Thurston WE, Arthur N. Intersections between interprofessional practice, cultural competency and primary healthcare. Journal of Interprofessional Care. 2013;27(5):367-372.
  

288. 
    Iqbal SZ, Salami T, Reissinger MC, Mohammad HM, Ukrani K, Shah AA. The mental health clinician's role in advocacy for survivors of human trafficking: treatment and management. Psychiatric Annals. 2021;51(8):373-377.
  

289. 
    Podgorica N, Flatscher-Thöni M, Deufert D, Siebert U, Ganner M. A systematic review of ethical and legal issues in elder care. Nursing Ethics. 2021;28(6):895-910.
  

290. 
    Jones D, Knowles A. Ethical dilemmas working with older adults: in-depth interviews with Australian psychologists. Australian Psychologist. 2021;56(6):472-484.
  

291. 
    Saghafi A, Bahramnezhad F, Poormollamirza A, Dadgari A, Navab E. Examining the ethical challenges in managing elder abuse: a systematic review. Journal of Medical Ethics and History of Medicine. 2019;12:7.
  

292. 
    Dauenhauer J, Heffernan K, Webber K, Smoker K, Caccamise P, Granata A. Utilization of a forensic accountant to investigate financial exploitation of older adults. Journal of Adult Protection. 2020;22(3):141-152.
  


Evidence-Based Practice Recommendations Citations



1. 
      U.S. Preventive Services Task Force. Screening for Intimate Partner Violence,
        Elder Abuse, and Abuse of Vulnerable Adults: US Preventive Services Task Force Final
        Recommendation Statement. JAMA. 2018;320(16):1678-1687.
        Available at https://jamanetwork.com/journals/jama/fullarticle/2708121. Last accessed January
        13, 2023.
    

2. 
      Hoover RM, Polson M. Detecting elder abuse and neglect: assessment and
        intervention. Am Fam Physician. 2014;89(6):453-460.
        Available at https://www.aafp.org/pubs/afp/issues/2014/0315/p453.html. Last accessed January
        13, 2023.
    


OEBPS/cover.png
Geriatric (Texas)
Special Offer

Expires October 31, 2018

This Special Offer includes:
Geriatric Failure to Thrive: A Multidimensional Problem
Elder Abuse: Cultural Contexts and Implications
Palliative Care and Pain Management at the End of Life

NetCE

Continuing Educition





