
Implement a policy for discharging
violent patients, but be careful
Proposed rule changes give more latitude for involuntary discharge

If you ask a group of home health care workers and volunteers if
they’ve ever felt threatened or uncomfortable when paying a visit 
to a client’s home, it’s likely that each would have a story to tell.

In the days following the 1992 Los Angeles riots, hospice workers
from Cedars-Sinai Medical Center Hospice Program continued to care
for the patients who lived in South Central Los Angeles despite the
simmering anger that was palpable among its residents. Still, there are
instances when hospices are justified in discharging a patient, says
Michele Evans, RN, BSN, CHPN, clinical associate manager at Cedars-
Sinai Medical Center Hospice Program.

According to Evans, Cedars-Sinai’s hospice policy states that patients
who fall under the following categories should be discharged:

• patients and/or caregivers who fail to follow the plan of care;
• patients, family, caregivers, or surroundings that pose a threat to

hospice workers.
But what’s the difference between feeling threatened or uncomfort-

able and actually being in danger? And if a hospice worker truly finds
himself or herself in the home a patient, family member, or caregiver
who is potentially violent, what recourse is available to remove the
patient from the hospice’s care?

The short answer is that little can be done and hospices must
exhaust every option to continue providing the care the patient 
and family need. Only in rare instances should hospices discharge
patients, says Evans. 

Despite Cedars-Sinai’s broad hospice discharge policy, Evans says
about three patients per year are discharged for cause. Patients are very
rarely turned down because they live in high-crime neighborhoods.
“We’ve had patients on skid row; we just try to come up with a plan
that works,” she says.

INSIDE

MARCH
2003

VOL. 8, NO. 3
(pages 25-36)

■ Federal help: What the
federal government says about
safety of community workers
can bolster your efforts to
protect your own in-the-field
workers . . . . . . . . . . . . . . . 28

■ Staying safe: OSHA Fact
Sheet and resources for
keeping community health
workers safe . . . . . . . . . . . . 28

■ Using the law: California is
showing signs of improving its
end-of-life care policies . . . 29

■ Hospice Trends: Larry
Beresford kicks off his monthly
column; ICU the next frontier
for hospices . . . . . . . . . . . . 31

■ Guest Column: Nontraditional
family dynamics are not
necessarily dysfunctional . . 34

■ Authorizations: Managed
care organizations are under
scrutiny concerning provision
of medically necessary care, so
it’s important to obtain advance
authorizations. . . . . . . . . . . 35

NOW AVAILABLE ON-LINE: www.ahcpub.com/online.html 
Call (800) 688-2421 for details.



Hospice administrators must balance the care
needs of the patient and family with their respon-
sibility to keep their workers safe on the job.
Because current Medicare regulations favor the
patient, hospices have felt pressured to keep
patients despite the potential for worker injury.

The Center for Medicare & Medicaid Services
is proposing to change the rules of hospice dis-
charge to allow hospices more latitude to dismiss
patients for cause without threat of being pun-
ished for denying care.

Under the proposed changes, hospices may
discharge a patient if:

1. the patient moves out of the hospice’s ser-
vice area or transfers to another hospice;

2. the hospice determines that the patient is no
longer terminally ill;

3. the hospice determines, under a policy set
by the hospice for the purpose of addressing
“discharge for cause,” that the patient’s behavior
is disruptive, abusive, or uncooperative to the

extent that delivery of care to the patient or the
ability of the hospice to operate effectively is
seriously impaired.

Medicare has had strict regulations on the
books for years regarding discharging patients.
Discharge regulations mostly focus on eligibility.
If the patient is no longer terminally ill, then the
hospice must discharge the patient. All that is
required is the absence of recertification of termi-
nal illness by either the medical director or the
patient’s physician.

This point is clearly stated in the Medicare hos-
pice manual. It says the “hospice benefit is avail-
able only to individuals who are terminally ill
and so a hospice may discharge a patient if it dis-
covers that the patient is not terminally ill.”

The hospice and the patient part ways, but the
patient can resume being covered for life-sustain-
ing services that were waived when hospice care
was elected. That can include skilled nursing
facility care, hospital services, and home health
services. 

Other than a patient’s turn for the better, hos-
pices have little recourse for discharging patients.
They cannot discharge a patient because the pri-
mary caregiver is no longer available to the
patient, even if the hospice’s policies and proce-
dures indicate that a caregiver is mandatory for
acceptance in the program. Medicare Conditions
of Participation obligate the hospice to furnish
covered services that are needed by terminal
patients. The loss of a caregiver is not sufficient
grounds for the discharge of a patient, regardless
of the hospice’s internal policies.

Nor can a hospice discharge a patient to a
nursing home or other program without the
patient’s consent. Again, Medicare regulations
state that a hospice may only discharge a patient
if the patient’s illness is no longer considered to
be terminal or if the patient moves out of the
hospice’s service area. 

The same holds true for potential patients and
others in a home that may be prone to violent
behavior. Unless the patient is no longer ill, the
hospice is obligated to provide the care estab-
lished by Medicare’s Conditions of Participation. 

Evans says a policy must be put in place that
guides hospices to try to resolve the situation
without having to discharge a patient. “We had 
a patient who lived in a neighborhood where the
home health aide had to walk past drug dealers
and the patient locked the door behind the home
health aide while she smoked crack,” Evans
recalls. “We discharged her.”
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The patient was discharged without following
a set procedure, however. The patient was
warned that her behavior would result in a dis-
charge if it continued. When the patient’s behav-
ior did not change, the patient’s physician was
notified and told of the potential for discharge.
Finally, when the patient was notified of the dis-
charge, she was given alternative hospice pro-
grams to contact if she wished to continue in
hospice care. 

Policies that address threatening, abusive, or
violent patients should include a mechanism to
provide sufficient notice, and supporting docu-
mentation must be provided by the hospice prior
to involuntary discharge. In addition, a grievance
mechanism should be in place within the organi-
zation to give the patient a method of reconciling
differences with the provider. 

Ann Jackson, MPH, executive director of the
Oregon Hospice Association in Portland, warns
that discharge policies can become excuses to dis-
charge patients. “Hospices need to bend over
backwards to provide the care each patient needs,”
she says. “There may be a reason to discharge a
patient, but in most cases a hospice must be cre-
ative to find a solution. Unfortunately, hospice
workers are overworked and don’t have the time
or energy to be creative, so it just becomes conve-
nient to discharge the patient.”

Refer to OSHA guidelines

Medicare’s current hospice regulations are
seemingly at odds with worker safety principles
established by the Occupational Safety and
Health Administration (OSHA) that call for tak-
ing necessary measures to avoid placing employ-
ees in dangerous situations. In 1998, the agency
issued its Guidelines For Security and Safety Of
Health Care And Community Service Workers.
While these are not regulations that hospices and
others must follow, they offer guidance in the
absence of rules that would allow hospices to dis-
charge patients who present a danger to staff.

OSHA advises: 
• To provide some measure of safety and to

keep the employee in contact with headquarters
or a source of assistance, cellular car phones
should be installed/provided for official use
when staff is assigned to duties which take them
into private homes and the community. 

• Hand-held alarm or noise devices or other
effective alarm devices should be provided for
all field personnel.

• Beepers or alarm systems that alert a central
office of problems should be investigated and
provided. 

• Other protective devices should be investi-
gated and provided, such as pepper spray.

• Employees are to be instructed not to enter
any location where they feel threatened or unsafe.
This decision must be the judgment of the
employee. Procedures should be developed to
assist the employee in evaluating the relative haz-
ard in a given situation. In hazardous cases, the
managers must facilitate and establish a “buddy
system.” This buddy system should be required
whenever an employee feels insecure regarding
the time of the activity, the location of work, the
nature of the client’s health problem, and history
of aggressive or assaulting behavior or potential
for aggressive acts.

• Employers must provide field staff with per-
sonal safety education. This program should be 
at least provided by local police departments or
other appropriate agencies and should include
training on awareness, avoidance, and action to
take to prevent mugging, robbery, rapes, and
other assaults. 

• Procedures should be established to assist
employees to reduce the likelihood of assaults
and robbery from those seeking drugs or money,
as well as procedures to follow in the case of
threatening behavior and provision for a fail-
safe back-up in administration offices. 

• A fail-safe back-up system is provided in the
administrative office at all times of operation for
employees in the field who may need assistance. 

• All incidents of threats or other aggression
must be reported and logged. Records must be
maintained and utilized to prevent future secu-
rity and safety problems.

• Police assistance and escorts should be
required in dangerous or hostile situations or at
night. Procedures for evaluating and arranging
for such police accompaniment must be devel-
oped and training provided. 

Still, current Medicare regulations do not pro-
vide a safe haven for hospices that have policies
in place to discharge patients for anything other
than improved health or movement from the cov-
erage area. There is also no guarantee federal or
state regulators will accuse a hospice of denying
care. 

“I would rather suffer the consequences than
send a nurse into a dangerous situation,” says
Evans. “I’m responsible for a nurse’s safety. A
dead nurse doesn’t do anyone any good.”  ■
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Protecting community
workers against violence
OSHA gives procedures to follow

For many occupations, workplace violence 
represents a serious occupational risk. Acts

such as physical assault or the threat of physical
assault are considered workplace violence.
Homicide is the second-leading cause of all job-
related deaths and the leading cause of such
deaths for women, according to the Bureau of
Labor Statistics (1994). For each murder, there are
countless other incidents of workplace violence
in which victims are threatened or injured. The
financial costs of assault from injuries, lost work
time, and restricted duty are tremendous.

Community workers, such as visiting nurses,
home health aides, social service workers, child
service workers, psychiatric evaluators, probation
officers, gas and water utility workers, phone and
cable TV installers, and letter carriers, are at risk for
workplace violence because they work alone or in
small groups, may have to work late night or early
morning hours, work in high-crime areas, or work
in community settings and homes which, by defini-
tion, involve extensive contact with the public.

OSHA’s Involvement
The Occupational Safety and Health (OSH)

Act’s General Duty Clause requires employers 
to provide a safe and healthful working environ-
ment for all workers covered by the OSH Act of
1970. Failure to implement the suggestions men-
tioned in this document is not in itself a violation
of the General Duty Clause. If there is a recog-
nized violence hazard in the workplace and
employers do not take feasible steps to prevent
or abate it, employers can be cited.

Employer Actions to Prevent Violence
Employee safety and health should receive

the same priority as client or patient safety. Since
workers may be reluctant to report assaults,
employers should promote awareness of the
dangers of workplace violence and clearly artic-
ulate goals and plans for preventing it.

Essential elements in developing a safety and
health program include: management commit-
ment, employee involvement, job hazard analy-
sis, hazard prevention and control, and training
and education.

Specifically, employers should:
• Provide safety education for employees.

Local police departments can give training on
awareness, avoidance and prevention of mug-
ging, robbery, rape, and other assaults.

• Establish a communication system, such as a
cellular phone, for employees to use while in the
field.

• Instruct employees not to enter any location
where they feel unsafe. Utilize a “buddy system,”
escort service or police assistance in potentially
dangerous situations or at night.

• Establish procedures to decrease the risk 
of robbery (e.g., advise employees not to carry
purses).

• Require field staff to prepare a daily work
plan and keep a contact person informed of their
location throughout the day.

• Assure proper maintenance of employer-
provided vehicles.

• Provide field personnel with hand-held
alarms or noise devices.

Employee Steps to Avoid Violence
• Learn how to recognize, avoid, or defuse

potentially violent situations by attending per-
sonal safety training programs.
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Government Resources

Here are some resources hospice leaders
may want to consult in developing poli-

cies relating to involuntary discharge of
patients:

• Occupational Safety and Health
Administration — OSHA provides guide-
lines on preventing workplace violence
against health care workers. Telephone: (202)
693-1850. (Editor’s note: The telephone number
listed is for questions and comments only. You can
order publications through this web site: www.
osha.gov/oshpubs/gpopubs.html. Use order No.
3148.)

• Cal/OSHA — The California state
agency provides general guidelines for
workplace security and specific guidelines
for health care and community service
workers. Telephone: (415) 703-4341.

• National Institute of Occupational
Safety and Health -— NIOSH provides infor-
mation on preventing workplace homicides.
Telephone: (800) 356-4674.  ■



CA taking steps to
improve access, care
Law change shows concern for end-of-life care

Like most states, California does not stand out
as a champion of end-of-life care. Public pol-

icy, health care traditions, and social attitudes
have prevented the state’s terminally ill patients
from gaining access to palliative care and end-of-
life care as a whole.

Last Acts, a coalition supported by the Robert
Wood Johnson Foundation that seeks to improve
end-of-life care, gave California average to poor
marks in its recent state-by-state assessment of
end-of-life care. It noted that hospice care is not
widely used in the state. 

“Even though hospice is considered the ‘gold
standard’ of end-of-life care, only 24% of people
over 65 who died in the state used hospice in the
last year of life,” the study said. “Moreover, the
median length of stay in hospice care in the state
was 24 days, which is well below the 60 days con-
sidered necessary for the maximum benefit from
the program.” 

Citing its poor use of hospice and short length
of service, Last Acts gave California a grade of D. 

In January, however, new legislation took
effect signaling state lawmakers’ willingness to
consider removing barriers that prevent good

end-of-life care. It used to be that hospices were
allowed to care for patients in their homes and
other facilities in which terminally ill patients
reside. That included residential care facilities
for the elderly (RCFEs), sometimes referred to 
as board-and-care homes.

For years, California’s Department of Social
Services said it was fine for hospices to care for
dying patients at home or in RCFEs. But the
agency interpreted California law to mean dying
patients could not transfer their hospice benefit
from one venue to another. 

That meant patients whose condition
required more care than caregivers and hospice
workers could provide at home were forced 
to pick from two unpalatable options: voluntar-
ily give up their hospice benefit until they
become established residents of an RCFE,
resulting in a disruption of hospice service, 
or remain at home where they could not be
cared for adequately.

“I don’t think that was the intention of the law
when it was adopted years ago,” says Judy Citko,
JD, executive director of the California Coalition
for Compassionate Care in Sacramento. “This was
cleanup legislation.”

“This guarantees there will be no disruption 
of services,” says Margaret Clausen, executive
director of the California Hospice and Palliative
Care Association in Sacramento, which lobbied
for the change in the law. “Patients do not have to
choose or go through the rigamarole of giving up
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• Follow procedures for alerting supervisors to
any concerns about safety or security.

• Collect detailed information regarding the
client’s or patient’s home situation (e.g., exact
location, parking facilities).

• Report all violent incidents in writing to the
supervisor, even if there were no injuries.

Employer Follow-up When Violence Occurs
• Encourage employees to report and log all

incidents and threats of workplace violence.
• Provide for prompt medical evaluation and

treatment after each incident, regardless of severity.
• Promptly report violent incidents to the local

police department.
• Inform victims of workplace violence of their

legal right to prosecute perpetrators.
• Discuss the circumstances of incidents of

assault with staff members. Provide opportunities
for employees to share information about ways to

avoid such problems in the future.
• Investigate all violent incidents and threats,

monitor trends in violent incidents by type or cir-
cumstance, and institute corrective actions.

Other Important Information
Workers who have been assaulted or who

have seen co-workers attacked have reported
experiencing short- and long-term psychological
trauma, fear of returning to work, and changes
in relationships with co-workers and family.
Critical incident stress debriefing sessions and
post-trauma counseling services can help work-
ers recover from a violent incident. These ser-
vices should be part of any violence prevention
program.

(Source: U.S. Department of Labor, “Protecting
Community Workers against Violence,” Fact
Sheet No. OSHA 96-53, 1996.)  ■



their hospice benefit to get into an RCFE and then
re-establish their hospice benefit.” 

In one respect, the change in California law
represents a minor move, the closure of a loop-
hole that led to a misinterpretation of prior legis-
lation. But it also indicates the state’s willingness
to improve end-of-life care by recognizing barri-
ers to hospice care and good end-of-life care.

As other end-of-life advocates seek to improve
care in their own states, identifying policies and
laws that stand between dying patients and hos-
pice care is one place to start. According to Last
Acts, state advance directive policies and pain
management policies are responsible for many 
of the access problems dying patients face. 

State advance directive policies

According to Last Acts, some states’ laws
include confusing language or create bureaucratic
hurdles that make it difficult for people to
express their preferences or to designate appro-
priate surrogate decision-makers. This often
translates into late referrals to hospices, or no
referrals altogether.

Despite federal legislation that encourages the
use of advance directives, barriers still remain.
“Advance directive” is a general term used to
describe two types of documents: living wills
and medical powers of attorney. Both are writ-
ten instructions for care in the event that a per-
son is not able to express his or her medical
wishes. According to Last Acts, 47 states and the
District of Columbia have laws authorizing liv-
ing wills. Only Massachusetts, Michigan and
New York do not.

Advance-directive policies are determined at
the state level, but Congress enacted the Patient
Self-Determination Act in 1991, which requires 
all health care facilities receiving Medicare or
Medicaid reimbursement to inform patients of
their right to make choices about the treatment
they receive and to prepare advance directives.

In addition, most health care facilities, includ-
ing nursing homes and rehabilitation centers,
are required to have a “Do Not Resuscitate”
order policy in place if they wish to be accred-
ited by the Joint Commission on Accreditation 
of Healthcare Organizations.

With the success of its lobbying efforts to get
the RCFE law changed, the California hospice
association has set its sights on amending a law
that requires RCFE workers to call 911 when a
patient is dying, regardless of whether the patient

is cared for by hospice or if the patient has an
advance directive stating the desire not to be
resuscitated. 

In many states, calling 911 for terminally ill
patients residing in nursing homes or residential
facilities is a common if not required practice. In
turn, emergency medical technicians are obli-
gated to attempt resuscitation.

“This is not consistent with the hospice philos-
ophy,” says Clausen.

To protect patients from unwanted resuscita-
tion efforts, many states have authorized “non-
hospital” (or out-of-hospital) DNR orders. These
are orders signed by a physician that can be pre-
sented to emergency medical personnel. That
allows them not to begin resuscitation. 

According to Last Acts, 44 states and the
District of Columbia have authorized the use 
of non-hospital DNR orders. 

Still, most people do not complete advance
directives or DNR orders. A study published in
2002 estimated the overall prevalence of advance
directives to be 15 to 20% in the general popula-
tion.1 A 2002 study of nursing home residents
found that only 20% of them had living wills,
and 48% had DNR orders.2

In the struggle to ensure hospice patients’
wishes are honored, California hospice advocates
are trying to persuade lawmakers to include
additional language in the RCFE legislation that
would allow RCFE staff not to call 911 when a
hospice patient takes a turn for the worse.

The proposed legislation would require that
the following conditions be met:

• The RCFE resident is receiving hospice ser-
vice from a licensed hospice agency.

• The resident has completed an advance
directive requesting that resuscitative measures
be forgone.

• The RCFE has documentation showing that
staff have been trained regarding the expected
course of the resident’s illness and the symptoms
of impending death.

All states have laws addressing the use of
controlled substances. While some policies are
effective, others create barriers to good pain
management. Hospices are well aware of the
difficulties of getting physicians to prescribe
adequate pain medication.

A state’s policy can influence a physician’s
knowledge about pain management, his or her
ability to prescribe adequate doses of pain medi-
cation, and the level of fear regarding sanctions
associated with the appearance of overprescribing

30 HOSPICE MANAGEMENT ADVISOR ™ / March 2003



drugs. All states have laws addressing controlled
substances, such as opioids, which are primarily
aimed at decreasing the chance that these drugs
will be misused. 

Certain laws, for example, allow a physician 
to be sanctioned based on the number of doses 
in a prescription or the length of the prescription.
However, both standards have no clinical basis
and do not take into account the higher doses
that some patients may need.

In July 2000, the American Bar Association rec-
ognized the numerous legal barriers to good
pain management and adopted a resolution urg-
ing state, federal and territorial governments to
remove legal barriers to high-quality pain and
symptom management and to support the right
of all patients to receive effective pain and symp-
tom evaluation, management and ongoing moni-
toring, as part of basic medical care.

In 1998, California found itself at the center of
the pain management debate. The sanctioning of
a physician for poor pain management has led
other physicians to recognize the importance of
prescribing adequate pain medication.

California’s changes in this area can be traced
to 88-year-old William Bergman, who was termi-
nally ill with lung cancer when he was admitted
to Eden Medical Center in northern California.
The elderly man complained of intolerable pain.
On a pain scale of 1 to 10, nurses noted on his
chart that Bergman reported the intensity of his
pain as a 10. Bergman remained in the hospital
for five days under the care of an internist who
did little to address the dying patient’s pain. He
was later sent home with inadequate medication.
Although Bergman was able to receive more
aggressive pain treatment from another physi-
cians after his hospital discharge, he died at
home soon after.

Bergman’s family filed suit against the internist,
claiming elder abuse and negligence on the part 
of the physician for allowing the man to suffer in
the days leading to his death. A San Francisco jury
awarded $1.5 million to Bergman’s family, agree-
ing with the plaintiff that Wing Chin, MD, failed 
to address the patient’s pain adequately.

Bergman’s case inspired the California legis-
lature to pass Assembly Bill 487, signed into 
law Oct. 4, 2001. The new law requires that
physicians who fail to prescribe, administer, 
or dispense adequate pain medication be
charged with unprofessional conduct and be
investigated by the California Medical Board’s
Division of Licensing. Physicians found guilty

of undertreating pain must complete a pain-
management education program.
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Intensive care is next
frontier for hospices 
More than 500,000 people die each year in ICUs

By Larry Beresford

For many hospice professionals, dying in an
intensive care unit (ICU) may seem like the

antithesis of the gentle, peaceful death experi-
ence they try to facilitate every day for termi-
nally ill patients and their families. Other than a
vague sense that intensive care for dying patients
might be futile and even wasteful -- or that those
patients should have been referred to hospice
care instead -- hospice professionals may not pay
much attention to what goes on in the ICU, even
within their own health systems.

But if they did, they might learn some telling
facts about death in the ICU and discover an
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Introducing Hospice Trends

With this issue, Hospice Management
Advisor begins a new column on hos-

pice trends that will be written by Larry
Beresford, a health care journalist who spe-
cializes in hospice issues. He is the author 
of The Hospice Handbook: A Complete Guide
(Boston: Little, Brown & Co., 1993).  ■

Hospice Trends



emerging trend aimed at improving end-of-life
care in the critical care setting. The bigger question
is how might hospices contribute their end-of-life
expertise not under the traditional mechanism of
the Medicare Hospice Benefit, but indirectly and
collaboratively, such as through involvement in a
palliative care consultation service. If hospices
can’t find ways to collaborate and contribute to the
process of improving end-of-life care in the ICU,
the hospital will surely move forward anyway,
without their participation.

An estimated 540,000 Americans die each year
following an ICU admission, out of 5 million total
ICU admissions. Some of those patients die in the
ICU, and others after discharge to a less intensive
care setting. That number of deaths equals all
deaths from cancer in this country and nearly
equals the number of deaths in hospice care. 

The SUPPORT study, the Dartmouth Atlas of
Health, and other research point to regional varia-
tions in the rate of ICU care in the last six months
of life — as well as disparities in rates of withhold-
ing or withdrawing life-sustaining treatments.

However, the majority of ICU deaths now fol-
low a withholding or withdrawing decision.
Although most ICU patients are not able to com-
municate their care preferences at the time such
decisions are made, the numbers clearly show
that end-of-life conversations are going on
between ICU professionals and those patients’
families. Research on advance directives has
raised serious questions about the efficacy of
such documents in shaping end-of-life treatment
decisions in the ICU. But despite the widely held
view that dying patients shouldn’t be in the ICU
in the first place, only a small proportion of
patients who die there could have been identified
as likely to die at the time of their ICU admission.

A growing arena for palliative care

Many dying patients end up in the ICU after
an unexpected event such as an accident or flare-
up of a serious, chronic illness. Others are admit-
ted with reasonable hopes that life-sustaining
intensive care might allow them to recover, or at
least enjoy extended life, but those hopes have
been dashed.

Some dying ICU patients will get referred to
other, less intensive care settings, including inpa-
tient or home-based hospices. Others are so ill or
dependent on ICU technology that transfer is not
possible. Conflict with loved ones surrounding
end-of-life decision-making is common. But

while the typical conflict in past years was
between families not wanting to prolong their
loved one’s suffering and physicians wanting to
continue life-sustaining treatments in hope of
eventual recovery, more often today their posi-
tions have reversed.

Obviously, the ICU is a major arena for pallia-
tive or end-of-life care and a huge target for those
seeking to improve care at the end of life. ICU
professionals themselves increasingly recognize
that attention to end-of-life issues is part of their
jobs, and many are striving to develop the skills,
tools, and services needed to address those
issues. Examples of recent changes in ICUs
include more open visiting hours, supportive ser-
vices for families, regular family meetings, and
attention to the physical environment. Other evi-
dence of the growing interest in improving end-
of-life care in the ICU includes the following:

• A report published in September by the
National Coalition on Health Care and the
Institute for Healthcare Improvement (for which 
I was the primary researcher and author), titled
Care in the ICU: Teaming Up to Improve Quality,
profiled 11 hospital critical care units or depart-
ments engaged in outstanding quality improve-
ment initiatives. In two instances, improving the
quality of end-of-life care and developing tools
for assessing and documenting that quality were
key aspects of why they were chosen for inclu-
sion in the report. (For more information, go to
www.nchc.org.)

• Promoting Excellence in End-of-Life Care, a
Robert Wood Johnson Foundation program office
that supports innovative end-of-life projects, in
1998 convened an end-of-life Critical Care Peer
Workgroup to explore this emerging field and
develop quality tools and resources. (See www.
promotingexcellence.org.)

• One concrete result of the workgroup’s
efforts is a medical textbook published in 2001 by
Oxford University Press and edited by J. Randall
Curtis, MD, and Gordon Rubenfeld, MD, of the
University of Washington. Managing Death in the
ICU: The Transition from Cure to Comfort explores
in detail the evolving landscape of death in the
ICU, decisions to limit life support, and essential
technical skills.

• Other groups looking at quality and standards
for end-of-life care in the ICU include the American
Thoracic Society’s Task Force on End-of-Life Care,
the Society of Critical Care Medicine’s Ethics
Committee, which recently proposed recommen-
dations for end-of-life care, and a special end-of-life
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issue of the professional journal Critical Care
Medicine.

• Last summer, Promoting Excellence
announced a new $2.2 million initiative called
“Promoting Palliative Care Excellence in
Intensive Care.” Over 240 letters of intent were
received from collaborative hospital palliative/
critical care projects. Awards of three-year,
$375,000 grants will be announced in early
March.

The Promoting Excellence initiative explicitly
endorses the concept of reinventing the ICU to
provide whole-person care, including attention to
quality of life and emotional and spiritual aspects
of disease, support for families, and the provision
of palliative care simultaneous with life-sustain-
ing treatment. This approach asserts that pallia-
tive care should be provided to all patients in the
ICU, not just those thought to be dying. That is
because:

— all ICU patients are sick enough to be con-
sidered close to death, even though they may
recover; 

— many have unrelieved pain and other symp-
toms that palliative care could ameliorate; 

— the whole experience is likely to be highly
stressful for patients and for their loved ones.

How can hospices get involved?

A number of the initial letters of intent for the
ICU initiative involved a hospice program as a
partner, says Promoting Excellence deputy direc-
tor Jeanne Twohig. More common proposals
were either to intensively train all members of 
the ICU’s staff in palliative care or to provide less
intensive training to the ICU team while working
closely with an existing palliative care consulta-
tion service in the hospital.

“Obviously, there’s enormous interest in this
subject across the country, and a real hunger for
information,” Twohig says. As ICUs look to their
parent hospitals for palliative care expertise, if
the hospital doesn’t already have a palliative care
program, it could provide an opening for a com-
munity hospice to help establish one.

“With hospice being the gold standard of pal-
liative care, hospices have a lot to contribute to
the ICU,” Twohig says. The concept of hospital-
hospice collaboration in palliative care develop-
ment has been a major theme for the Center to
Advance Palliative Care, and partnering to bring
palliative care into the ICU is a natural extension
of that concept, she adds. “Hospices know how

to create a more supportive physical environ-
ment, and they have the spiritual component. I
would also expect that there would be an increase
in referrals to hospices from ICUs that develop
palliative care.”

But how can hospices get involved? The first
step is just to make contact and initiate a dia-
logue, perhaps scheduling a meeting with ICU
medical and nursing directors to discuss mutual
interests such as quality improvement and refer-
ral protocols. It may be that such conversations
would point to the need for a hospice inpatient
unit within the hospital, which could directly
enroll hospitalized patients onto the Medicare
Hospice Benefit and serve as an outlet for timely
discharges from the ICU.

However, it will be important to remember
that not all dying patients can or should be dis-
charged from the ICU. An approach focused only
on expediting referrals to hospice care will not
address the ICU’s needs and may not be appreci-
ated. Instead, collaboration requires an open
mind and a willingness to consider new solutions
to old problems. Hospices should be open to
learning from ICU staff about the contemporary
realities of intensive care, the “miracles” that are
achieved there every day, and the challenges
faced by ICU professionals.

Based on such mutual explorations, the hos-
pice might offer training in palliative care con-
cepts and techniques, the services of its volunteer
and spiritual components, liaison nurses, repre-
sentation at ICU rounds, family support services
and groups, and bereavement follow-up. The ter-
minal withdrawal of ventilator support has both
technical and emotional aspects and thus is an
obvious point of collaboration.

The hospice program will not be able to
directly manage care in the ICU, which requires 
a new mindset from the hospice team. An inpa-
tient, interdisciplinary palliative care consultation
service, available for time-limited interventions
on referral to address the palliative needs of hos-
pitalized patients, is a logical place to start. Many
hospices are now partnering with hospitals in
establishing such services.

One prominent hospice that has successfully
partnered with ICUs in its community is
Hospice of the Bluegrass in Lexington, KY,
working through the hospice’s medical director,
Terry Gutgsell, MD, and its affiliated palliative
care consultation service, which collaborates
with the city’s three hospitals. At one of the
partnering hospitals, St. Joseph’s Hospital, the
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hospice operates an inpatient unit that offers an
outlet for discharging dying patients from the ICU. 

At another, Central Baptist Hospital, Gutgsell’s
team is now called in to consult on half of the
patients dying on two ICUs to address pain and
suffering, help explain the patient’s prognosis to
the family, and explore goals of care and difficult
treatment decisions.

“Such conversations are the heart and soul 
of what we do as palliative care consultants,”
Gutgsell says. When it becomes clear that the
patient’s care may be becoming futile, ICU staff
thinks to call Gutgsell’s team. But the culture of
ICUs is changing to recognize the need for the
consulting team’s expertise in family support
and communication, even when the patient is
not necessarily dying.

“Death in the ICU can be just as good or bad as
it is on our hospice unit,” he says. “If a meaning-
ful ritual is held, if the patient is comfortable, if
the family feels that it has been heard, if we can
get the instruments and monitors out of the way,
then death in the ICU can be a good experience. I
will talk to these families about our hospice unit,
but the vast majority of patients die in the ICU
and that’s really OK. So the question is: How can
we best impact that experience?”

[Editor’s note: Larry Beresford can be reached at
5253 Trask St., Oakland, CA 94601. Telephone: (510)
536-3048. E-mail: larryberesford@hotmail.com.]  ■

Defining the family 
at the end of life
By Robin McMahon, LCSW, BCD
Senior Advisor for Grief and Loss
The Hospices of the National Capital Region
Fairfax, VA

Unlike other specialties in health care, family
members as well as the patient are considered

clients for the hospice team. Therefore, the special-
ized services available from hospice clinicians and
volunteers are intended to address the physical,
spiritual, social, cognitive, and emotional needs of
the entire family system. Yet, understanding the

family dynamic and how it should influence care
can be a challenge, two of the greatest being: 

• defining who constitutes family;
• managing the sometimes competing needs

and contradictory beliefs of the unique individu-
als who are included in the “family” definition.

Because entire books have been written on the
topic of family dynamics during life crises, this
article will be limited to an overview of some of
the influences on family interactions at the end
of life and how hospice staff should incorporate
this knowledge in the care of their clients. These
issues include the previously cited delineation
of who is ascribed family status; the culture of
the family; the resources and limitations of each
individual in coping with a dying loved one;
and the meaning of the anticipated loss for the
survivors.

In an age of blended families, same-sex par-
ents, and vast geographic distances separating
members of the family of origin, the definition of
what constitutes the family or who is considered
a member is unique to each patient and family
encountered by the hospice team.  The family
that provides care may not be the same family
that sits in the front pew at the funeral service or
inherits the deceased’s estate. Family is some-
times not conditional on biological or marital
connection. 

Lack of a consistent designation of who is “fam-
ily” can create discord when blood relatives of a
patient are supplanted in family status by faith
community intimates, hired caregivers, or 12-step
support group members.  Conversely, same-sex
partners who consider themselves spouses but
lack legal acknowledgement may be cast aside or
in conflict with “next of kin,” particularly when
the dying person is no longer competent to make
decisions or physically or emotionally able to
voice personal preferences. 

One example of a nontraditional family from
this writer’s experience in hospice concerned
working with the support network of a male
patient that included his current wife as well as
two of his three ex-wives as caregivers. This was
an amazing group of loving individuals who col-
lectively constituted this man’s family despite the
fact that one phase of their relationships with him
had ended.  

His current wife was remarkable in her ability
to share her husband with other women who had
been important in his life. The greatest challenge
for the hospice team in working with this patient
was remaining open-minded at the outset about
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the viability of such an arrangement. It was
important for the nurse, social worker, chaplain,
and home health aide to suspend any precon-
ceived notions about the “dysfunctionality” of
this dynamic. A decade later, I still fondly remem-
ber this family and the learning experience they
gave me on the power of unconditional love.   

A distant brother draws closer

Another family dynamics lesson was on the
value of including ostensibly peripheral family
members, despite a patient’s skepticism about
their commitment to him.  A patient who I’ll call
Jim had end-stage lymphoma and AIDS.  His
support network consisted of caring friends he
had encountered through various local AIDS
ministry and services programs. His partner had
died several years previously, and Jim had a dis-
tant relationship with his family of origin. Jim
had not spoken to two of his three siblings for
several years, and their parents were deceased.
His youngest brother, who had young children
and a full-time job, called occasionally, but had
not been present through Jim’s hospitalizations
and low periods. 

When I met Jim to do his psychosocial assess-
ment, he described his support network and his
family relationships. A typical question when
there are no caregivers present at an initial visit
with a patient is, “With whom shall I follow up
after this visit?”  It is important when working
with multiple persons connected to the same
patient to secure the patient’s permission regard-
ing who can be contacted and the parameters of
disclosure of any information provided by the
patient.  

In this situation, I wanted to know if Jim’s
biological family could be apprised of his status
as a hospice patient and if I should consider his
brother one of my clients.  Jim’s half-hearted
assent and reluctant provision of his brother’s
telephone number belied the importance that
this relationship would signify for both men by
the time of Jim’s death four months later. 

Despite the responsibilities towards his own
young family and full-time job, Jim’s brother

became an important piece in the patchwork of
“family” who ensured that Jim was never alone
during his last months of life.  

At the conclusion of a beautiful memorial ser-
vice for Jim, I decided to share part of one of our
last conversations with his brother. I knew Jim
would have wanted his brother to know that the
closeness they experienced in those last months,
in Jim’s mind, more than made up for the years of
distance. His connection to his younger brother
had also opened the door for his two other broth-
ers to become closer, too.

(Next month: How hospice workers should take into
account the family culture and factors that affect fam-
ily members’ ability to cope with death and under-
stand the breadth of the dying process.)  ■

Get pre-authorizations from
managed care organizations
By Elizabeth E. Hogue, Esq.
Burtonsville, MD

Home care providers still struggle to obtain
authorizations from managed care organiza-

tions (MCOs) for medically necessary and appro-
priate care.

MCOs may bear the risk of any legal liability
associated with failure to provide medically nec-
essary and appropriate care, especially when
provider protest such adverse payment decisions.

Now, there is an additional avenue for staff
members to pursue to obtain authorizations for
medically necessary and appropriate care.
Specifically, the Office of the Inspector General
(OIG) of the U.S. Department of Health and
Human Services, the primary enforcer of
Medicare fraud and abuse prohibitions, has indi-
cated that it will pursue MCOs more aggressively
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for violations of the False Claims Act when they
fail to provide needed care or provide substan-
dard care for patients.

The False Claims Act is a federal statute, so it
applies to MCOs all over the country that pro-
vide services to Medicare and Medicaid patients.
It also applies to MCOs that provide services to
patients of other state and federal health care
programs.

Generally, the act says that anyone who writes
down something on a piece of paper that is not
true and sends it to the federal government in
order to get paid has engaged in fraud.

The OIG also has indicated that when providers
submit claims for patient care to the government,
providers promise that the care was reasonable
and necessary. If the government subsequently
determines that the care does not meet these stan-
dards, it is a false claim, even though everything
written on the claim form is true.

An example of such claims occurs when
providers are ordered by physicians to put beta-
dine on patients’ pressure ulcers. Treatment of
pressure ulcers with betadine is no longer consid-
ered to be within applicable standards of care for
wound care. Consequently, claims that indicate
that staff applied betadine to patients’ pressure
ulcers are false claims, even though everything
written on the claim form is true.

Home health staff members should not hesitate
to point out to the representatives of MCOs that
provision of substandard or inappropriate care
for patients may be fraudulent. Perhaps the clear-
est example occurs when providers are caring for
fee-for-service Medicare patients who elect to join
a Medicare MCO. Patients may be receiving a
variety of types of supplies and equipment. The
company has been routinely paid for these ser-
vices. Although there are no changes in the
patient’s clinical condition, the MCO denies
authorization for further supplies and equipment
and/or drastically reduces them. This is a rela-
tively clear-cut example of substandard care. 

Agencies would not hesitate to make the argu-
ment that inappropriate services and substan-
dard care are violations of the False Claims Act.
MCOs worth their salt will sit up and take such
observations from providers seriously.

[Editor’s note: A complete list of Elizabeth Hogue’s
publications is available by contacting: Elizabeth E.
Hogue, Esq., 15118 Liberty Grove, Burtonsville, MD
20866. Telephone: (301) 421-0143. Fax: (301) 421-
1699. E-mail: ehogue5@comcast.net.]  ■
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