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NINR Focus:

 End of Life Issues
one in a series of focus papers on research directions 
and NINR-funded research advances
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As medical advances extend life expectancy, care at the end of life has become a national concern. People across the lifespan now live longer with chronic, complex, and multiple conditions that affect quality of life. Issues of end-of-life care include respect for the dignity of dying patients; treatment of symptoms like pain, fatigue, and depression; patient and family decision-making; alternative therapies; and hospice and palliative care. 

The end of life is an important phase of life. Research involving people of all ages and ethnic and cultural backgrounds is needed to help people live out their lives with the highest quality of care. 
NINR’s End of Life Research Activities

· In 1997, responding to societal concerns identified in a report from the Institute of Medicine, NINR took on end of life care as an area of major research emphasis. NINR’s established portfolio in the management of pain and other symptoms, family decision-making for incapacitated patients, end of life caregiving, and the care of critically ill patients, provided an important base of knowledge, and NINR was designated the lead institute within NIH for end-of-life research.

· In 2000, NINR sponsored a community forum entitled The End of Our Lives: Guiding the Research Agenda. Speakers addressed a wide range of issues, including palliative care, assisted suicide, symptom treatment, the cost of care, cultural and ethnic differences in access to and use of services, and the goal of achieving a “good death.” Audience and panel discussions further explored other concerns, including respect for the dignity of patients, under-treatment of pain and fatigue, problems with advance directives, hospice care and accepting the end of curative treatment, and the intrusion of research into sensitive end-of-life settings. Results of this forum helped to guide future NINR research programs.

· In 2001, NINR convened two separate working groups of researchers and clinicians to explore new directions for end-of-life research. One group addressed the special concerns of working with older populations, and included topics on the quality of life, economic, social, and cultural factors of end-of-life care, patient and family decisions to limit treatment, and how older people experience the end of their life to find value and meaning. The other group explored issues for end-of-life research in patients with life-threatening genetic disorders, and focused on those disorders that may manifest one of four end-of-life trajectories: long-term frailty, organ system failure, terminal illness, or sudden death.

Recent NINR Findings

· Advance Directives Lower Stress Levels in End-of-Life Decisions. Family members participating in a decision to withdraw support from a critically ill patient show extremely high stress levels shortly after the event, and their stress remained elevated even after 6 months. Highest stress was recorded in the absence of a patient advance directive. Both clinicians and family members cited patient preference as the chief factor in the decision. Advance directives can aid family members to reduce stress in end-of-life decisions. Related research revealed that such families pass through core phases: recognition of futility, coming to terms, shouldering the surrogate role, and facing the question. Family members generally prefer clinicians to be forthcoming and realistic. Clinicians are seen as most helpful when their language implies an active sharing in the families’ responsibilities. (Tilden, Oregon Health Sciences University)

· Shortcomings of advance care planning for elderly nursing home residents. A review of advanced care plan (ACP) records for decedents of a Jewish nursing home showed that ACPs often focused only upon cardiopulmonary resusitation, and contained vague and conflicting language. The nursing home policy on ACP, which affirmed Jewish belief in the sanctity of life while not prohibiting the limitation life-sustaining treatments, gave little attention to hospice care or palliative measures. Most of the decedents died with no family present and with little treatment of pain. ACPs need to incorporate discussion of individual values and palliative care. (Happ, University of Pittsburgh)

· Helping Patients and Families in End of Life Decision-Making. In negotiating end of life decisions with dying patients and their families, nurses and physicians reported they try to build trust and rapport through teaching, guiding patients and family members to understand the likely outcome. Effective providers worked together to give the family a consistent and coherent picture, bringing in social workers or clergy when necessary. Family meetings helped minimize conflicts. Rather than destroying hope, providers sought to redirect it to help patients and families make informed and autonomous end-of-life choices. (Norton, University of Rochester)

· Assessing Quality of Life for Elders After an ICU Stay. A survey of elderly ICU survivors after hospital discharge found that most respondents reported that good social support and available financial resources helped them maintain a relatively good quality of life (QOL), whereas more days of hospitalization decreased QOL. The perceived long-term impact of the disease necessitating the ICU stay was low. Elderly ICU survivors can maintain a good QOL after recovery. (Kleinpell, Rush University)

· PACE Program Improved Adherence for Advance Directives. The Program for All-inclusive Care for the Elderly (PACE), available to Medicare recipients in parts of the country, is a managed care program that integrates primary, acute, and long-term care services to promote continuity of care and advanced planning. Researchers found that PACE decedents were more likely to die at home, without the invasive technology of hospital care, than the general elderly population. PACE enrollment may improve adherence to participants’ wishes for end-of-life care. (Mukamel, University of Rochester)

New NINR Research Initiatives

· In August 2000, NINR released a Program Announcement (PA) entitled Quality of Life for Individuals at the End of Life. Through this PA, NINR is seeking new research programs involving basic, clinical, or care delivery models focused on management of physical and psychological symptoms, patient-provider and patient-family communication, ethics and clinical decision-making, caregiver support, and exploring the context of care delivery. The goal of this PA is to alleviate the burden and improve the quality of life for individuals and families facing difficult end of life issues.

· In July 2002, NINR launched a new Request for Applications (RFA) for Research to Improve Care for Dying Children and their Families. Responding to a recent Institute of Medicine report, “When Children Die: Improving Palliative and End of Life Care for Children and Their Families,” which highlighted the challenges of caring for dying children and their families, NINR encourages new research that will improve the quality of life for children who are approaching the end of life, and ease the bereavement of parents, family, friends, and care providers leading up to and following the death of a child.

The National Institute of Nursing Research (NINR) supports clinical and basic research to establish a scientific basis for the care of individuals across the life span. NINR-supported research seeks to improve the management of patients during illness and recovery, reduce the risks for disease and disability, promote healthy lifestyles, and improve the clinical settings in which care is provided, including problems encountered by families and caregivers. To accomplish its mission, NINR provides grants to universities and other research organizations and conducts intramural research and research training on the campus of the National Institutes of Health. These efforts foster multidisciplinary collaborations to ensure a comprehensive approach to research on illness and disabling conditions. NINR emphasizes the special needs of at-risk and underserved populations, and with the ongoing goal of implementing knowledge to reduce health disparities.
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