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End-of-Life Care: What Everyone Should Know

Introduction

The Committee on Aging, chaired by Council Member Maria del Carmen Arroyo, and the Committee on Health, chaired by Council Member Joel Rivera, will meet on November 19, 2009 to conduct an oversight hearing on end-of-life care. Representatives from the Department for the Aging, the Health and Hospitals Corporation and other concerned members of the community are expected to testify.
Background
 
Currently, the United States is experiencing a demographic change due to the longevity of Americans and the “baby boomer” generation reaching traditional retirement age. Every seven seconds, a baby boomer turns 60.
 By 2030, 71.5 million Americans will be age 65 and older, making up approximately 20 percent of the population.
 The aging of the nation’s population will have a significant impact on society, including the administration of end-of-life care. The majority of deaths that occur in the U.S. occur among the aged, with seven in 10 deaths occurring among those age 65 and older.
 As the nation’s population continues to age, the need for end-of-life care is expected to grow.

End-of-life care can be broadly defined as health care provided to persons who are very ill, have a prognosis that is likely to worsen and most likely will die in the near term from their illness.
 End-of-life care may be in the form of acute care which is provided in the days or months prior to death, or palliative care which focuses on relieving the patient’s suffering and reducing the severity of disease symptoms as well as improving quality of life.
 Those diagnosed with a serious or terminal illness experience health declines associated with the disease and experience the dying process differently. As a result, there is not necessarily a boundary between when life-prolonging therapy ends and end-of-life care begins.
 In addition, end-of-life care may also include hospice care, which focuses on terminally ill patients who no longer seek curative medical treatment and who generally are expected to live for about six months or less.
 

End-of-Life Care Costs

Medicare is the largest funding source for end-of-life care, serving more than 80 percent of people who die in the United States each year.
 Approximately one–quarter of Medicare’s annual budget is spent on its beneficiaries’ last year of life.
 The majority of Medicare end-of-life costs are from inpatient hospital expenditures.
 Between 2001 and 2005, 56 percent of end-of-life costs under Medicare were in an acute care hospital setting.
 These hospital costs include not only hospital inpatient facility charges, but also payments for inpatient physician visits, procedures and diagnostic tests.
 Other sites of care comprised a much smaller share of end-of-life costs. Spending for outpatient and skilled nursing facility services each comprised about 15 percent of end-of-life costs.
 Home health spending was five percent and hospice spending accounted for four percent. According to a Dartmouth Institute study, the national average for Medicare spending for the last two years of life was $46,412.
 Thirteen states had spending levels above the national average.
 States with the highest spending consumed more than one and a half times the Medicare dollars spent by the lowest spending states.
 Three states (California, New Jersey and New York) spent at a level that was more than 20 percent above the national average.

Policy Issues


End-of-Life Care is a complex issue for government due to the sensitivity of assisting families with the provision of health care at the end of life. Policymakers have suggested that greater emphasis should be placed on educating and training health professionals including physicians, nurses and social workers about palliative care, pain and symptom management and end-of-life care decision making and supportive services.
 Some suggest that training for health professionals should not only focus on medical practices to improve pain and symptom management, but include communication skills that address discussion of sensitive issues surrounding end-of-life decision making with patients and their families.
 The hope is that with greater training and education, physicians may be more comfortable discussing death, end-of-life care expectations and patient preferences for how and where they would like to receive care.  Other policy issues include:
 

· Developing new research and knowledge for improved practices, including federal funding for educational centers or centers of excellence focused on symptom management and end-of-life care.

· Modifying reimbursement policy to create incentives for physician communication about end-of-life care decision-making.

· Permitting Medicare hospice beneficiaries to receive curative care in addition to hospice benefits.

·  Providing opportunities for the integration of Medicare and Medicaid services in order to coordinate care across acute and long-term care settings.

· Examining and addressing quality of care at the end of life in various settings (e.g., hospital, nursing home, private home).

· Developing general requirements, committee training, and accreditation for medical ethics committees.

· Enforcing prescription drug abuse without limiting physicians’ abilities to prescribe pain-killing drugs.
End-of-Life Care Planning


Advance directives are valuable mechanisms in ensuring an individual’s preferences are adhered to at the end of their lives.
  An advance directive is a statement by a competent person indicating his or her wishes regarding medical treatment in the event of future incompetence.
    In 1990, Congress passed the Patient Self-Determination Act, which mandated states to make information concerning laws on advance directives available to all adults through healthcare providers or organizations.
  The State of New York has outlined specific steps that individuals can take to ensure that they have advance directives in place before the necessity for them arises.
  There are two main types of advance directives: a health care proxy, which allows an individual to appoint an agent to make health care decisions if the patient is unable to; and a living will, which gives the individual the opportunity to leave written instructions that explain his/her health care wishes.
  

New York State Law requires that all hospitals and nursing homes make the standard health care proxy forms available to all patients.
  The State specifies requirements for a valid health care proxy form by statute, and a New York State Court of Appeals decision mandates living wills to provide “clear and convincing” evidence of an individual’s wishes in order to be recognized.
  While there is no obligation for individuals to draft either a health care proxy or living will, these two documents can significantly reduce the sometimes distressing and confusing emotions of family and friends surrounding the end-of-life care of an individual.

Though legal measures are in place, the psychological and institutional barriers to creating advance directives continue to impact end-of-life care.
  Even two decades since the federal government passed legislation on advance directives, only 18 to 36 percent of adult population has completed them.
  While data indicates that most adults are aware of advance directives, many are still hesitant to implement one personally.
  For example, individuals may falsely believe that a lawyer must draft this document or that the decisions made in an advance directive are not irreversible or easily changed.
  Some individuals believe completing an advance directive is too complex, or that clinicians will not adhere to that the wishes presented in the document.
  
Often, relatives are asked to make decisions on behalf of a family member who is seriously ill without having a complete understanding of his or her preferences. It is imperative that patients have meaningful conversations about end-of-life care and plan with their family members to insure that their independence is protected in their final days. Some factors to consider when making end-of-life decisions may include the following:

· The right to accept or refuse medical treatment 

· Designating a person to make end-of-life care choices known to the health care providers if they are unable to themselves

· Consideration of how any end-of-life decisions that are made will impact their independence, self-sufficiency, and quality of life

· Any religious or spiritual beliefs that will affect end-of-life medical care

· Tolerance of pain and desire for pain medication

· Financial effects on family members

· Living environment desired in final days (i.e., at home, a hospital, etc.)

· Arrangement of final rights, and who the patient would want to have notified in the event of their decease

· Organ/tissue donation

Department For The Aging Programs 


  The New York City Department for the Aging (DFTA) has engaged in various initiatives to help older adults and their families understand and plan for end-of-life care. One such initiative, administered by DFTA’s Center for Organization and Development, is an online training program that helps older adults and their caregivers understand how to plan for various end-of-life issues.
  The online courses, available on DFTA’s website, include information on making arrangements for dealing with medical issues that arise at the end of life, funeral and burial arrangements and legal and financial issues.
  The program also includes a specific section dedicated to helping individuals understand the various stages of Alzheimer’s disease and how to care for someone with the disease, as one in ten Americans over 65 and nearly half of all Americans over 85 are affected by it.

DFTA and the Jewish Board of Family and Children’s Services, through a grant from the New York State Office For the Aging (NYSOFA), have recently collaborated on a program that offers support to individuals at the end of life with the goal of helping them remain in their homes and communities.
 The project, called The End of Life Care – Community Support Demonstration Program, currently operates in Brooklyn and will be expanding in the near future.
  This large initiative is one of dozens of programs that DFTA offers that helps provide services, housing, employment opportunities, or medical care for aging New Yorkers.
  The Community Support Demonstration Program also provides free non-medical services to those who are terminally ill, regardless of their life expectancy or what their treatment options are, through the use of a case manager who assists clients and their families in managing and understanding end-of-life care issues. The ultimate goal of this program is to develop an “end-of-life care” learning network for aging services providers that provides easy access to end-of-life care services for their clients.
 Currently, the program receives $50,000 from NYSOFA and is also being piloted by the offices for the aging in Broome, Suffolk and Chautauqua counties.

DFTA also offers direct support to caregivers. To serve the unique needs of caregivers, DFTA administers numerous caregiver programs, including the federal National Family Caregiver Support Program (NFCSP) on the local level. NFCSP was established in November of 2000 and provides funding for states to establish programs that assist caregivers in five areas by: 

· providing information to caregivers about available services; 

· offering assistance to caregivers in gaining access to supportive services;

· providing individual counseling, support groups and training to assist caregivers in making decisions and solving problems relating to their roles;

· offering respite care (such as in-home care, adult day services, institutional respite and sleep away camp or summer day camp for grandchildren) to enable caregivers to be temporarily relieved from their caregiving responsibilities; and

· providing supplemental services, on a limited basis, to complement the care provided by caregivers, such as home modifications, assistive technologies, emergency response systems, equipment/supplies and transportation.
 

In the City, DFTA implements the NFCSP by administering 14 contracts to community- based organizations to operate caregiver service programs.”
 Additionally, it also has contracts with city-wide community partners that address populations with special needs such as Chinese and Korean caregivers, immigrant caregivers, caregivers of the older lesbian, gay, bisexual and transgender community and grandparents. Some additional services include the Alzheimer’s and Caregivers Resource Center, which provides information, referrals, consultations, technical assistance and training to caregivers and the community.  The program also helps caregivers of persons afflicted with Alzheimer’s disease develop plans of care.
 

New York City Health and Hospitals Corporations Programs


The New York City Health and Hospitals Corporation (HHC) is the largest municipal hospital and health care system in the country.
  HHC serves more than 1.3 million New Yorkers every year at their 11 acute care hospitals, four nursing facilities, six diagnostic and treatment centers and more than 80 community-based clinics.
  In addition to the acute care facilities, HHC provides substantial palliative care as well.
  HHC provides this care simultaneously with other necessary medical treatment, taking into account the patient’s medical, psychological and spiritual needs.
  In addition, HHC offers bereavement and caregiver support services to family members.
 


In 2006, HHC launched a system-wide Palliative Care Initiative (PCI).
 Coney Island and Bellevue Hospital already had existing palliative care programs at the time, and PCI expanded palliative care services to all of HHC’s hospitals.
 In Fiscal Year 2007, PCI began with a grant of $217,000 from the HHC Foundation and received approximately $3 million in Fiscal Year 2008 to develop palliative care services in all of its hospitals and expand services at Coney Island and Bellevue Hospitals.
 

HHC has continued to expand their palliative care services and, in Fiscal Year 2009, opened a Pain Medicine and Palliative Care Center in Metropolitan Hospital.
 In addition, Metropolitan Hospital received a $200,000 grant to establish a fellowship program to train doctors in palliative medicine, marking the first time that a public hospital in the nation had embarked on such a program.
 As of February 2008, the Center at Metropolitan Hospital had served approximately 200 patients.  System-wide by this time, nearly 1,500 individuals had been treated by palliative care teams consisting of doctors of various specialties, including psychiatry and internal medicine, nurses, psychologists, social workers and chaplains. 

Conclusion

As the American population ages, the need for more substantive care for the elderly becomes amplified.  New York City also expects to experience growth in the number of its residents age 65 and over in every borough from now through 2030.
  Medicare and other funding streams have accounted for a portion of end-of-life care once it is necessary, but most individuals neglect to prepare in advance for complications that may arise.  While the City, State, and federal governments are making strides to ensure that this growing segment of the population is prepared for the issues involved in end-of-life medical care, there remains a need to educate consumers, both young and old, about establishing plans such as advance directives.  At today’s hearing, the Committees will hear about the efforts of government and others to assist residents and their families with end-of-life care.
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