Hospice and Palliative Care Services

At the Visiting Nurse Service of New York:

Setting Today’s Standards, Pioneering Tomorrow’s Care

Note:  The following case statement is an initial draft.  The final version will contain detailed descriptions of programmatic initiatives, as well as budgets for funding opportunities.

Most Americans wish to die at home, yet only 25 percent realize their wish, mostly dying in hospitals and nursing homes.  The miracles of modern medicine have transformed once-deadly diseases into manageable conditions.  But modern medicine has also transformed the arc of disease from acute to chronic, long-term illness.  As a result, as Americans with chronic conditions approach the last years of life, many needlessly suffer from pain and debilitating symptoms that could be controlled(if only our health care system were designed to do so.

For nearly 20 years, the Hospice Care program at the Visiting Nurse Service of New York (VNSNY) has responded to this enormous need by providing expert and compassionate care to people at the end of life and their families.  By relieving pain and symptoms, supporting the patient and the entire family with counseling, pastoral care, home care, and respite, VNSNY Hospice Care allows people to spend their last months and days in their own home, surrounded by the people they love.

Hospice alone, however, cannot meet the burgeoning needs of people with progressive, life-limiting illness.  The guidelines put forth by Medicare, by far the largest payer of hospice care services, require that individuals have a prognosis of six months or less to live and must forego curative treatment to receive hospice services.  Most people, unwilling to give up hope, do not elect hospice care.  And those who do elect it generally enter hospice at very advanced stages of illness.  Medicare guidelines thus not only constrain who can receive the benefits of hospice care, but they create financial hardships for hospice programs, which now must care for sicker people—whose care costs much more(for shorter periods of time.

There is a better way.  By expanding access to hospice care and introducing its services to people “upstream”(people who do not yet have terminal prognoses, or whose prognosis is difficult to ascertain(enormous pain and suffering can be alleviated.  In fact, clinicians at VNSNY estimate that 1 in 4 of our patients (about 4,000) need non-hospice palliative care.  As one response to this need, in 2000, VNSNY, with North General Hospital and Memorial Sloan-Kettering Cancer Center as partners, created the Harlem Palliative Care Network.  This network, in collaboration with community groups and churches, identifies and provides palliative care and support services, mostly free of charge, to individuals in this underserved community.

Now, VNSNY has embarked on an ambitious endeavor to address the palliative care needs of many more New Yorkers with life-limiting illnesses.  This four-part effort strengthens and builds on the core service of hospice; introduces a palliative care consultation and case management service for VNSNY patients and New Yorkers in need; and integrates the Harlem Palliative Care Network into a seamless continuum of service.  Finally, it will include a rigorous research agenda, through its nationally respected Center for Home Care Policy and Research, to advance and improve home-based palliative care.

Currently, very few sources of reimbursement exist for palliative care.  VNSNY has begun negotiations with managed care organizations to cover palliative care services for their sickest patients.  These organizations are starting to realize that providing palliative care to people with life-limiting illnesses, but who do not necessarily have a terminal prognosis, can cut costs while also improving quality of life.

Data from a national demonstration program funded by The Robert Wood Johnson Foundation, in fact, show substantial decreases in costs for patients receiving palliative care.  When palliative care is offered, patients do not have to choose between curative treatments and comfort and support.  Having both options available, patients can come to their own decision about when it is time to cease curative interventions.

Unfortunately, most of our patients—those covered by fee-for-service Medicare and Medicaid and many who are privately insured—have no palliative care benefit.  So like we did when we invented home health nursing, we’re ready to introduce a palliative care service despite the lack of reimbursement.  We will seek to fund it by continuing to proactively pursue contracts with managed care organizations.  By offering the palliative care service as a large-scale demonstration program, we will make the case to Medicare, Medicaid, and private insurers that such care is not only humane and greatly beneficial, but cost-effective as well.  We will seek private philanthropic support as a bridge to this more sustained reimbursement stream.

No reward comes without risk, and the benefits of alleviating needless suffering are indeed great.  But VNSNY cannot succeed in this ambitious effort without philanthropic support.  Our work will require the effort of many hands, and the generosity of a multitude of forward-thinking individuals, foundations, and corporations.  This proposal outlines the many opportunities—large and small(for philanthropic support.  Together, by strengthening our hospice program and demonstrating the enormous benefits and cost savings of palliative care, we can make history.

Strengthening the Core Service:  VNSNY Hospice Care

Since 1983, VNSNY Hospice Care has set the standard for hospice care in New York City.  With a multidisciplinary staff that includes nurses, physicians, social workers, pastoral care counselors, home health aides, and volunteers, Hospice Care provides a wide array of needed services to people at the end of life and their families.  

Many people have noted that the Medicare Hospice Benefit, which was established in 1983 and pays for the vast majority of hospice care, was the first managed care program in the United States.  For a set daily reimbursement per patient, Medicare-certified hospice programs must provide comprehensive palliative care for terminally ill patients and supportive services to their families and significant others.  An interdisciplinary team consisting of skilled health care professionals, including a physician, must provide physical, social, spiritual, and emotional care.

In recent years, several factors have combined to create serious financial pressures on hospice programs.  First, Medicare reimbursements have not nearly kept pace with the skyrocketing cost of prescription drugs.  Second, after hospices faced a wave of fines in the 1990s because their patients lived longer than the expected six months, physicians have been reluctant to refer patients to hospice.  The culture of medicine, which views death as a failure, is also reluctant to give up on curative treatments.  The result is that patients enter hospice much later than they did even 10 years ago and remain in hospice for much shorter periods of time.  Higher costs are incurred over less time, but Medicare’s reimbursement formula has not been adjusted to reflect this new reality.

VNSNY Hospice Care, like the other divisions within the agency, has a charitable care mission.  Thus, the aim of Hospice Care is to meet the full range of needs for patients at the end of life and their families, regardless of ability to pay.  This means that Hospice Care exceeds the requirements set by Medicare, Medicaid, and private insurers, even though Medicare and Medicaid reimbursements lag behind actual costs.  It must therefore rely on the contributions of generous individuals, foundations, and corporations to sustain its excellence in service.


Activities

VNSNY Hospice Care is committed to a holistic, comprehensive approach to serving each patient and family member.  In addition to palliative care, provided by our nurses, Hospice Care offers:

Assistance with Activities of Daily Living.  Hospice Care provides patients with the assistance of trained home health aides, who bathe, dress, and feed patients and more.  For patients who are socially isolated, home health aide services mean the difference between remaining at home or dying in a hospital, and in many such instances, Hospice Care provides round-the-clock care.  VNSNY receives no reimbursement for this service.

Pastoral Care.  Recognizing that pain suffered by the terminally ill frequently goes beyond the physical, Hospice Care has Catholic, Protestant, and Jewish chaplains to meet the spiritual needs of our multicultural clientele, all of whom are cross-trained to serve any faith or non-faith spiritual need.

Bereavement Services.  Hospice Care provides a range of bereavement services for family members and friends, both before and throughout the 13 months following a death.  Although bereavement counselors and social workers provide the bulk of these services, all hospice staff are specially trained and provide this type of support.  Hospice Care has developed bereavement support groups targeted to underserved populations such as children, parents who have lost children, and gays and lesbians, to which other New York City agencies refer clients for support.  

Each year VNSNY holds memorial services in remembrance of all those served, open to family members and others.  Since the tragic events of September 11, 2001, Hospice Care has provided counseling services to families of firefighters through New York City’s Project Liberty program.  VNSNY receives no reimbursement for its bereavement services.

Social Work.  Hospice Care provides social work services with a number of bilingual staff, who assist patients and families in coping with changes in family dynamics, loss, stress, and changes in living arrangements, as well as financial, legal, and insurance issues.  Social workers can be instrumental in reconciling estranged family and other members of the patient’s support network at a critical time.

On-Call Weekend Services.  Nursing services, which have always been available on weekends and holidays, are now supplemented by social workers, pastoral care workers, and bereavement counselors seven days a week.  Hospice Care provides these expanded on-call services in the four boroughs of New York City that it serves.

Agreements with Nursing Homes and Hospitals.  Hospice Care has established reciprocal agreements with many nursing homes and hospitals in New York City.  Through these relationships, highly experienced VNSNY hospice nurses and social workers provide on-site consultation and hospice evaluation for patients.  These staff not only work to expand patient access to hospice, but they provide invaluable end-of-life care training for the staff of these institutions.

Patients who are discharged from one of these hospitals receive VNSNY home hospice care.  When a nursing home patient requests hospice, VNSNY Hospice Care provides these services on site.  If an inpatient hospice stay is required, patients are referred to inpatient units at one of seven partner hospitals in New York City.  Sometimes, for example, a short inpatient hospice stay will be used to provide a respite for families caring for loved ones at home.  

Agreements between Hospice Care and nursing homes and hospitals produce win-win-win circumstances.  Patients become informed of their care options and can thus receive hospice care much earlier in their terminal stages should they choose so.  Hospitals and nursing homes receive expert training from highly experienced Hospice Care staff.  And patient load and length of stay increase, putting Hospice Care on better financial footing.

In addition, Hospice Care professionals often provide services for the staff at these institutions.  For instance, after a death of a nursing home resident, Hospice Care provides bereavement counseling for staff and patients around their loss.

Community Outreach and Education.  Hospice Care offers numerous seminars and lectures on end-of-life care for the New York City medical community.  It also participates in a postgraduate internship program with Columbia University Medical School and hosts delegations of health care providers from other countries.  In addition, community education workshops are provided on topics such as how to cope with the effects of a devastating illness and the value of alternative treatment modalities such as therapeutic touch.

Social Work Internship Program.  Each year, Hospice Care provides graduate students in social work programs with the opportunity to gain invaluable experience in end-of-life care.  Serving as a certified field instruction site, Hospice Care provides mentoring, supervision, and intensive hands-on training for students three days per week, allowing students to complete their required field coursework and specialize in end-of-life care.  

Supervising social work students requires a substantial investment of time—time spent away from patient care—but it yields a vital return:  clinicians who are highly qualified to serve patients at the end-of-life and their families.  Hospice Care makes this investment in future professionals even though it receives no reimbursement.

Collaborations.  Strong partnerships with health care institutions make VNSNY Hospice Care particularly effective at advancing quality end-of-life care.  In addition to the Harlem Palliative Care Network (discussed below), Hospice Care established a collaboration with the Mount Sinai School of Medicine, which has created a postgraduate fellowship training program in palliative care.  In this collaboration, VNSNY aims to:

· Develop an innovative and generalizable model for training physicians, nurses, social workers, and other health care professionals in palliative care.  Participants spend time making "rounds" with VNSNY Hospice Care staff, providing a valuable experience not duplicated in other training.

· Create a seamless partnership with the Mount Sinai palliative care team that will result in improved end-of-life care for persons with a terminal illness.  
· Blend the expertise of the hospice team in meeting the physical, psychosocial, and spiritual needs of the terminally ill patient and family with the expertise of the palliative care team.
In addition, we are taking part in the United Hospital Fund’s Palliative Care Quality Improvement Collaborative.  This collaborative uses the Breakthrough Series model, a quality improvement tool developed by the Institute for Healthcare Improvement.  Participating health care organizations use the “Plan, Do, Study, Act” cycle, in which they plan an improvement strategy, do or carry out that strategy, study its effects, and act again with a new strategy that applies the lessons they have learned.

Training Our Clinicians to Provide High-Quality End-of-Life Care.  Breakthroughs in medicine, new research on clinically proven practices, and a changing health care environment require that clinicians continually stay abreast of the latest developments in their fields.  In the rapidly advancing area of end-of-life care, high quality care depends on a continually trained professional workforce.

The End-of-Life Nursing Education Consortium (ELNEC), a comprehensive, national education initiative to improve end-of-life care by nurses, and funded by The Robert Wood Johnson Foundation, has developed a state-of-the-art training program for nurses.  This curriculum, developed by a group of nationally recognized experts in end-of-life care, credentials participants to teach other nurses and health care professionals essential knowledge and skills in end-of-life care, such as pain and symptom management, ethical and legal issues, cultural considerations, communication, and more.

Hospice Care had two of its senior staff complete the ELNEC training in early 2003, and is now set to have these certified trainers begin training professionals within Hospice Care.

Meeting Today’s Needs, Planning for Tomorrow’s Hospice Care

Hospice Care has taken proactive steps to shore up its finances even in the face of lagging Medicare reimbursements.  Through relationships with hospitals and nursing homes, we have increased access to hospice care and thus added to our daily patient census.  We continue to work with officials from the Centers for Medicare and Medicaid Services (CMS) in efforts to improve the hospice care benefit.  In fact, Jeanne Dennis, Executive Director of Hospice Care, served on a national committee that reviewed the Medicare hospice regulations and proposed eliminating the six-month prognosis requirement.   

And we continue to seek philanthropic support.  Simply put, we cannot deliver services without the continued generosity of individuals, foundations, and corporations.  A strong Hospice Care program is even more important as the program looks to introduce a palliative care service to VNSNY patients and all New Yorkers in the near future (discussed below).

Opportunities for philanthropic gifts, both large and small, include the following:

[The following is simply a list of ideas.  Each would need to be fleshed out and turned into its own proposal, but first we need to decide whether this list is truly inclusive of all of our aspirations, and which ones are the highest priorities.]

Support charitable care.  An investment in caring, unrestricted gifts help Hospice Care provide care for the uninsured and the needed range of care for patients and families.  In 2001 alone, Hospice Care provided $1.197 million in charitable care, which was made possible in part by the support of individual, foundation, and corporate giving.

[more details would follow]

Support and expand collaborations.  The collaboration with Mount Sinai School of Medicine is only the first of several new relationships that Hospice Care is planning over the next five years.  The newest planned collaboration will take place with Bronx-Lebanon Hospital Center, a public hospital located in an underserved neighborhood.  As we have found from our experience with the Harlem Palliative Care Network (discussed below), serious barriers to hospice and palliative care remain in low-income, minority communities.  Among African Americans, for instance, these include the historic mistrust of the health care system and the understandable reluctance to forego curative treatment.  Having an advance practice nurse on staff at Bronx-Lebanon could help forge new relationships with this hospital’s community, enhance patient access to hospice care services, and ensure continuity of care from the hospital to the home.

At the same time, this collaboration will benefit Bronx-Lebanon Hospital’s staff, which will receive training in end-of-life care from highly skilled Hospice Care professionals.  These and several more collaborations are planned over the next five years.

[more details and budget would follow]

Add alternative practitioners to the hospice care team.  The holistic approach of hospice calls for an array of services to meet the needs of patients and their families, and Hospice Care has continually exceeded the requirements set by Medicare.  But we can do more.

Hospice patients can experience significant relief from pain and symptoms by taking advantage of alternative treatment modalities—such as massage, other forms of therapeutic touch, and acupuncture.  Music and art therapy can also help patients and their families discover meaning in the dying process and reach closure.

Enhanced services such as these are the mark of excellence in hospice care.  Currently, no funding exists to provide such beneficial services.  Unrestricted gifts, or endowments, could support the salary of alternative healing practitioners.

[more details and budget would follow]

Train volunteers to provide more hands-on care so they can offer respite to family caregivers.  Currently, volunteers in Hospice Care make home visits to provide emotional support to patients and families.  Without additional formal training, however, they cannot provide hands-on assistance with Activities of Daily Living, such as bathing, dressing, or feeding, which would give families a respite from the extremely demanding task of caring for a dying loved one at home.  Hospice Care is ready to develop a training curriculum for a willing cadre of volunteers.  Philanthropic support would make this training possible and extend the reach of paid staff.

[more details and budget would follow]

Support and expand the internship program for graduate social work students.  As VNSNY moves to an even greater leadership role in the field of home health care, Hospice Care seeks to expand its social work internship program.  This intensive internship prepares future social work professionals to provide quality end-of-life care in a hospice setting.  With one social work intern for each of the four Hospice Care teams, the Social Work Internship Program would optimize the division’s ability to train future hospice social workers in the skills that they need to give professional, skilled care.

[more details and budget would follow]

Support professional education of hospice staff to improve care.

The End-of-Life Education and Training Program will allow VNSNY to create an expert faculty of hospice physicians and nurses at the agency that will train health care professionals in the essential clinical competencies required to provide quality end-of-life care.

The program will adopt two sets of curricula:  1) the ELNEC trainings, discussed above; and 2) the well-respected Education for Physicians on End-of-Life Care project (EPEC), an initiative of Northwestern University’s Feinberg School of Medicine and The Robert Wood Johnson Foundation.

The EPEC curriculum, developed with input from nationally respected experts in the field, provides physicians with the basic knowledge and skills needed to appropriately care for dying patients.  Once trained in the EPEC curriculum, these physicians become credentialed to teach other physicians and allied health care professionals fundamental skills in communication, ethical decision making, palliative care, psychosocial considerations, and pain and symptom management.

Both the EPEC and ELNEC curricula are held in high regard in the health care community and are considered state-of-the-art educational programs.  They are accredited to provide physicians and nurses with continuing education credits.

Having EPEC- and ELNEC-credentialed staff at VNSNY will enable us to train our physicians and nurses in cutting-edge practices, which will help us provide the highest quality hospice care to our patients.  Ultimately, the End-of-Life Education and Training Program will serve as a critical resource in the New York area by offering EPEC and ELNEC trainings to health care professionals in the region.  

[more details and a budget would follow]

Support an expansion of our bereavement services.  Currently, Hospice Care provides bereavement counseling for families for 13 months following the death of a patient.  Trained bereavement counselors offer one-on-one sessions with family members and frequent group sessions.  Special topics include coping with major holidays and anniversaries, and many groups are offered in Spanish.  Hospice Care provides counseling for many non-VNSNY patients as well, receiving referrals from other hospice providers, hospitals, nursing homes, and community groups.

Unfortunately, we have to turn away many people who need our free bereavement services due to lack of resources.  A single gift, or multiple gifts, could support ongoing individual bereavement counseling or a specific bereavement group.

Help us better prepare patients and families for the end of life.  Far too often, people enter the last stages of life without having planned for the inevitable.  If a patient’s heartbeat stops, for instance, does he or she want to be resuscitated?  A “Do Not Resuscitate (DNR)” order can answer that question and allow the health care team to respond as the patient would wish.  Other important details, including assigning someone to serve as a health care proxy and completing a will, are often left undone.

None of these plans are easy to make, but avoidance often produces disaster for both patient and family.  To the extent that resources allow, Hospice Care social workers assist patients and families in preparing these kinds of documents.  But educating consumers about their options takes time, at a moment when time is short.  Hospice Care seeks philanthropic support to provide individual and group educational sessions for patients and families in its program, as well as the many who are referred to us.  [More details, rationale, plans for service, budget, etc. would be needed here.]

Support quality improvement efforts.  Hospice Care served as a test site for a new quality of life measurement tool for hospice patients, the Missoula-Vitas Quality of Life Index.  This unique instrument captures information, reported directly by patients, on their experience of pain, symptoms, and other measures of quality of life.  Results from the Index can be presented to clinicians and used for interventions.  

For instance, when patients in the test group entered Hospice Care, they were asked to complete the questionnaire.  Some reported experiencing significant pain.  Two days after admission to Hospice Care, the questionnaire was re-administered, and 98 percent of patients who had experienced pain were now feeling comfortable.  The assessment tool provided clinicians with critical information they needed to develop patients’ plans of care.

Additionally, VNSNY Hospice Care has pioneered a data set that captures a detailed array of clinical, utilization, patient preference, demographic, and other information, to help measure patient outcomes.  Combined with a new information system, which went live May 1, 2003, Hospice Care has a state-of-the-art data collection and analysis infrastructure.  In fact, Hospice Care has submitted its data set to CMS as a model tool for hospices to use.

Hospice Care is committed to training its staff to use the Missoula-Vitas Quality of Life Index with all of its patients.  Such training is time- and resource-intensive.  A single gift of $XX,XXX could train our entire staff of nurses, social workers, and physicians to administer the questionnaire as a routine part of care.
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