
Michigan hospice shows how to bridge
gaps between hospice, nursing homes
Conflicting policies cause opportunities to be lost

There are strong indications that hospices are making progress in
improving the plight of end-of-life patients in the nation’s nursing
homes. Even so, experts say, substantial regulatory and cultural

barriers remain to make it a daunting task. 
In 1997, the Institute of Medicine issued a report citing problems with

end-of-life care. The report mentioned nursing homes as sites where
care could be improved through better provider education. Since then,
the hospice industry has been on a crusade to improve hospice access
for patients in nursing homes.

The long-term care expert for the Alexandria, VA-based National
Hospice and Palliative Care Organization (NHPCO) says hospices
have increased nursing home patients’ access to hospice. “I can’t say
for sure whether hospices are doing a better job [of treating nursing
home patients], but if you look at the Medicare numbers, there has
been an increase in payments made for room and board,” says Cherry
Meier, MSN, long term care manager for the NHPCO.

While there is no research to indicate whether progress has been
made, there has been an increased understanding of the need and value
of hospice in nursing homes, says Tom Burke, a spokesman for the
American Health Care Association in Washington, DC. The association
represents more than 12,000 assisted living facilities.

If what Meier says is true, then hospices have been able to overcome
the barriers that stood between the two disciplines in the past. Experts
from both disciplines have said each side needed healthy doses of edu-
cation about the other’s goals and practices in order to increase under-
standing and foster cooperative work arrangements.

Hospice of Michigan in Detroit is one program that has successfully
crossed regulatory and cultural boundaries. Of the 900 patients the hos-
pice cares for daily, about 300 of them are in nursing homes, says Michael
McHale, MHA, NHA, corporate director of marketing.
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“It’s about relationship building,” says
McHale, a former nursing home administrator.
“We tell them we want to be part of their team.”

Hospice of Michigan is an example of how
hospices can transcend previously held beliefs.
Nursing home staff often believe that hospice
care in their nursing homes is a duplication of
effort, but they are often unaware of hospice’s
psychological, social, religious, and cultural pro-
grams that can benefit their patients.

Despite regulatory barriers, some nursing homes
and hospices manage to work out arrangements
that avoid regulatory missteps and benefit both
organizations. An estimated 13,369 Medicare hos-
pice beneficiaries reside in Medicare/Medicaid-
certified facilities on any given day. For the most
part, hospice beneficiaries are being served in
nursing homes that do not have specialized hos-
pice units, because few nursing homes have such
units. Nursing homes with higher percentages of
residents receiving hospice care are more likely to

be for-profit, belong to a chain, and not provide
full-time physician coverage. 

So how can hospices and nursing homes foster
continued cooperation?

The answer, says McHale, is to bridge the
knowledge gap, build trust, and show nursing
homes the benefits hospice care will bring to the
facility and its patients.

McHale says hospice can provide the following
specific benefits to nursing homes:

• help for the nursing home’s bottom line;
• relief for staffing burdens;
• a boost to admissions;
• credit for quality of care from independence

to the end of life.
The challenge, says Burke, is for the two disci-

plines to coordinate care while reconciling differ-
ences in policies and procedures. For example,
nursing homes operate under strict assessment
schedules that are tied to reimbursement, while
hospices do not. Even though a nursing home
resident is under the care of hospice, the nursing
home is still responsible for routinely obtaining
and submitting a lengthy patient assessment
called the Minimum Data Set (MDS). Because
hospice staff are not experienced in using the
MDS, proper filing of the form is made difficult.

Hospice perspective

Educating nursing homes about hospice care is
the key to developing steady referrals to hospice.
Nursing home staff are not trained in palliative
care and don’t understand hospice’s intentions 
to treat pain proactively. No one can blame the
lack of knowledge about hospice care on anyone
other than hospices themselves. They are missing
opportunities to educate nursing home staff.

In addition to regular training, hospice work-
ers need to have an ongoing training component
for nursing homes. Ways to accomplish this
include: 

• When visiting a patient, bring written litera-
ture about your hospice and its mission to the
nursing home to help you educate new nursing
home employees who have not yet sat through
hospice inservice training.

• Invite nursing home staff to your hospice’s
hospital inservice training.

• Make your palliative care services available
to nursing homes. Even though a hospice cannot
receive payment unless the patient has a terminal
illness diagnosis, this gesture provides excellent
goodwill, which will lead to future referrals.
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Following are the top 10 areas in which nurs-
ing homes and hospices can become entangled in
conflicting policies and regulations:

1. Coordination of billing. The two organiza-
tions, says Meier, need to work out who is going
to bill for which services. This includes under-
standing the responsibilities of clinical manage-
ment of the patient and distinguishing routine
care provided by nursing home staff. 

2. Patient self-determination and advance
directives. Both organizations are responsible for
verifying that patients’ rights to informed consent
are being respected. To ensure patients’ wishes
are being carried out, nursing homes are required
to inform patients of their
right to formulate an
advance directive that
establishes special power 
of attorney, a living will,
and a medical treatment
plan. For the hospice’s part,
it should make sure to
obtain an informed consent
form, signed by each patient, specifying the ser-
vices that can be provided by the hospice.

3. Resident assessment. As mentioned earlier,
hospices must cooperate with nursing home
staff to ensure timely completion of the MDS,
either by agreeing to complete the form based
on working knowledge of the patient or by pro-
viding the needed information to nursing home
staff responsible for completing the MDS.

4. Comprehensive care plans. While both hos-
pices and nursing homes have care plans, they
come with different requirements. For example,
nursing homes are required to review and
update their care plans every 30 days for skilled-
nursing patients and quarterly for long-term-
care patients. Hospices do not have the same
requirements. The result can be two care plans
for the same patient evolving in two very differ-
ent ways. Both organizations must strive to coor-
dinate their care plans so they account for each
other’s goals and are updated at the same time.
Care plans should be coordinated, with the hos-
pice care plan building upon the existing nursing
home care plan, says Burke.

5. Professional communication. To facilitate
the coordination of care plans, standard mecha-
nisms should be in place for each provider to
notify the other of changes in the care plan or
changes in the patient’s condition. Each organi-
zation should designate a staff member as the
person to call when changes are made and to

coordinate how the changes will be handled. 
For example, a hospice might designate the on-
call nurse as the liaison so the nursing home is
assured of reaching a nurse who is able to make
sure changes are noted and care is provided in 
a timely manner.

6. Interdisciplinary team. Both nursing homes
and hospices use a variety of disciplines to treat
their patients. Each organization depends on the
interaction of these disciplines to help determine
the best course of care. When a hospice comes
into a nursing home, the need to recount observa-
tions and communicate changes in care does not
diminish. There is a need for both interdisci-

plinary teams to work
together. Each organization
should include a represen-
tative from the other’s
team to act as a liaison
between the two groups. 

7. Physician services
and visits. Hospices need
to teach nursing homes

that physician-directed interdisciplinary care is
an essential component of hospice. The nursing
home physician must clarify his or her role with
hospice, including whether the nursing home
physician or the hospice medical director will 
certify the care plan and services to be given.

Different medication rules can cause problems

8. Medications. This area has the greatest
potential for conflict. Nursing homes must follow
specific regulations for certain drugs, such as psy-
chotropics and anti-psychotics. Before nursing
homes can use these drugs, there must be a spe-
cific diagnosis, such as depression or mental ill-
ness. Hospices, on the other hand, use some of
these drugs routinely as part of the pain manage-
ment arsenal. A conflict can arise when a hospice
has placed a resident on one of these drugs to
manage pain, but a nursing home nurse refuses 
to administer the drug because the patient doesn’t
have the required diagnosis. If the nursing home
nurse is properly educated about the hospice’s
pain management plan and is told why the drug
in question is being used, the patient will not be
forced to suffer needlessly while the two sides
straighten out their differences.

9. Clinical records. When a hospice treats a
nursing home resident, it must establish a patient
record. But that record also represents care deliv-
ered while the patient is a resident of the nursing
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home. Nursing homes and hospices must agree
on how they will share their records, including
which organization keeps the original copy.

10. Nursing home staff training. Hospices
need to establish a collaborative training program
with their nursing home partners. Hospices often
treat facility staff training as a work in progress.
In order for training to take root, hospices must
make sure nursing home administration is taking
part. With high-level management participation,
there is a greater likelihood that the concepts
taught will remain with the organization despite
the high turnover rate of nurses and aides.

Getting nursing homes to make regular refer-
rals will be an arduous process for hospices.
There are deep-rooted territorial issues to over-
come, on top of misperceptions of hospice care.
But that doesn’t change the fact that there are
nursing home residents who are dying and need
the comfort of hospice care.  ■

Study: Use curative and
palliative care for children
Author urges taking palliative care mainstream

People caring for profoundly ill children must
meet their patients’ social, psychological, and

spiritual needs as well as their medical needs, say
the authors of an article published in the April 22
issue of the New England Journal of Medicine.

Joanne Hilden, MD, one of the article’s
authors, says she wants to see palliative care
become part of mainstream care for seriously 
ill and dying children. She says palliative care
works best when it goes hand in hand with
curative therapy, even when a patient’s progno-
sis is uncertain.

“Kids are so strong,” says Hilden, chairwoman
of the department of pediatric hematology/
oncology and director of pediatric palliative care
at the Children’s Hospital of the Cleveland (OH)
Clinic. “You don’t know who is going to make it
through what, so you plan for both.”

Diane Meier, MD, director of the Center to
Advance Palliative Care at Mount Sinai School of
Medicine in New York, calls the article “critically
important.” Meier says palliative care is not only
meant for people in the last days or weeks of

their lives. She defines palliative care as “medical
care focused on relief of suffering and support for
the best possible quality of life for patients facing
serious illness or injury and their families.”

Palliative care, which evolved from the hospice
philosophy, is appropriate for children suffering
from a variety of conditions, including various
heart and neurologic diseases, advanced cancer,
cystic fibrosis, and muscular dystrophy, the
authors wrote.

Based on anecdotal evidence, Hilden says,
pediatric palliative care helps families.

“We see patients and families better served,
pain better controlled, parents feeling better
about their decisions, and siblings brought in to
the conversations,” she says. “But nobody has
really measured it.” Hilden and her colleagues
call for more research on the issue.

A pediatric palliative care team should include
a primary physician, a care coordinator, and, in
some cases, a bereavement specialist, according
to the authors. In addition, the team needs the
support of child psychologists and child-life spe-
cialists. Together, they can answer questions, treat
pain, and address fears of the patient and his or
her family.

Leading children’s hospitals have such teams
in place or are developing them, but Hilden says
they are still a “luxury” because of such barriers
as cost, training, and misconceptions.  ■

Counseling, support aid
Alzheimer’s caregivers
Relieving harmful stress is the goal

Acombination of counseling and support ser-
vices may reduce the risk of depression in

people caring for a spouse with Alzheimer’s dis-
ease, a new study says. 

The study, published in the May 1 issue of the
American Journal of Psychiatry, also suggests that
giving spousal support might help people who
are not clinically depressed but who endure the
chronic stress of caring for someone with the pro-
gressive brain disease. Other research suggests
that chronic stress might damage the immune
system and put caregivers at risk for diseases
such as cancer.
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The study began with the experiences of two
elderly counselors who had started providing
informal help to spouses in the hallways of New
York University’s (NYU’s) Alzheimer’s unit.

“We noticed that caregivers often looked very
upset and bewildered,” says NYU counselor
Emma Shulman, who, at age 91, has both plenty
of life experience and a degree in social work to
help her provide guidance to others. Shulman and
her colleague, 84-year-old Gertrude Steinberg,
began to offer advice to spouses who were caring
for a partner with Alzheimer’s disease. 

Those hallway counseling sessions seemed to
help, but epidemiologist Mary Mittelman, DrPH,
and her colleagues wanted to measure the benefit
in a scientific study. The team recruited 406 people
who cared for a spouse with Alzheimer’s disease at
home. Half were assigned to a normal Alzheimer’s
support group and typically did not get formal
counseling. The other half received intensive coun-
seling services: Shulman, Steinberg, or one of the
other geriatric specialists at NYU sat down with
the spouse of an Alzheimer’s patient to assess the
spouse’s situation and recommend services that
might provide some relief. 

The interventions provided by the counselors
included help in arranging respite care to give 
the caregiver a break, or helping a spouse work
through the complicated financial problems that
crop up when a partner can no longer pay the
bills or balance the checkbook. That first counsel-
ing session was followed by another individual
session and four family meetings. The NYU staff
got calls every day from spouses dealing with
problems that ranged from the physical demands
of caregiving to financial problems such as how
to pay for home health care, a service typically
not covered by Medicare.

The researchers gave the caregivers a test that
measured symptoms of depression at the study’s
start and at intervals throughout the five-year
study. They found that after one year, slightly less
than 30% of people in the group that received the
extra help had signs of depression, compared with
45% of the other spouses. The extra-help group
also had fewer symptoms of depression overall.
The positive effect lasted for more than three years
after the initial counseling sessions. The benefit
persisted even after a spouse died or had to enter 
a nursing home, according to the study. 

Counselors can help caregivers minimize the
behavioral difficulties caused by the disease.
People with Alzheimer’s can become aggressive
and lash out at a family member. “This is a very

difficult disease to live with,” Mittelman says.
Alzheimer’s disease can affect the entire fam-

ily, but spouses can suffer the most, says Sidney
Stahl, an Alzheimer’s expert at the National
Institute on Aging, which helped fund the study.
He urges caregivers to seek help not just with
day-to-day problems, but also with the emotional
difficulty of watching the disease destroy their
partner’s mind.

“They’re literally not the same person,” Stahl
says. “That’s got to be heartbreaking for the 
caregiver.” Tips for caregivers include:

• Learn all you can about the disease and 
caregiving techniques.

• Get help from family members, friends, and
community services.

• Manage stress with relaxation techniques
and time off.

• Get an annual physical and take care of 
yourself.

• Don’t feel guilty if you can’t do it all.  ■

Changes may be coming
for Medicare termination 
Notices may now be required in all instances

By Elizabeth E. Hogue, Esq.
Burtonsville, MD

Arecent court ruling in a lawsuit may mean
that home health agencies will be required 

to provide notice to Medicare patients whenever
services are reduced or discontinued.

The suit in question, Healey v. Thompson, was
filed in 1998, just after implementation of the
interim payment system. The goal of the lawsuit
was to force home health agencies to provide
greater procedural protections before reducing 
or terminating services to Medicare beneficiaries.

There have been two previous court decisions
in this case. In “Healey I,” the judge ruled that
Medicare beneficiaries have a legal right to
receive written notice from a home health agency
before services are reduced or terminated because
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the patient no longer meets the eligibility require-
ments of the Medicare home health benefit.
Recent multiple revisions to Advanced Benefi-
ciary Notices (ABNs) were, at least in part, a
result of this court decision.

In “Healey II,” the court declined to extend the
notice requirement required by Healey I to reduc-
tions or termination of services for reasons other
than failure to meet the eligibility criteria of the
Medicare home care benefit, including physicians’
failure to certify plans of care for patients. Conse-
quently, agencies are not currently required to
provide ABNs to patients if physicians do not 
provide orders for services.

The case was appealed to the U.S. Court of
Appeals for the Second Circuit, which reached a
decision on Feb. 26, 2004. Specifically, the court
decided:

• The Medicare statute requires notice to be
given to beneficiaries whenever a home health
agency reduces or terminates home health ser-
vices, regardless of whether the reason for that
change is a Medicare coverage determination,
lack of physician certification, or an agency’s
unwillingness to provide services for business
reasons unrelated to coverage or “sheer caprice.”

• Although notice prior to reduction or termi-
nation of services may be required, no review of
such decisions (i.e., pre-deprivation review) is
required.

What should agencies do now?

Agencies should be concerned about what
happens next. First, either party to the lawsuit
may decide to appeal the court’s most recent rul-
ing. If either side appeals, agencies must wait for
further court decisions.

But if neither side appeals, the case will be
returned to a lower court to work out the details
of providing notice to beneficiaries in the event of
reductions or terminations of services for any rea-
son. In any case, agencies should heed the follow-
ing recommendations:

1. Agencies should NOT change their current
practices with regard to provision of ABNs to
patients. Patients should receive a home health
agency ABN when they no longer meet the eligi-
bility criteria of the Medicare home health benefit
and there are physicians’ orders for care.

2. The realities of the provision of home health
services must be considered. For example, the
plaintiffs and the court do not appear to have con-
sidered that services are often reduced or 

discontinued because patients have met the goals
of their plans of care. Does the court really mean to
require agencies to provide notice of termination/
reduction of services under these circumstances? 
If so, will such notice be required in the form of an
ABN? In that case, agencies might be required to
expend considerable time and resources to meet
such requirements. Agencies should work with
their trade associations to be heard with regard to
these and other issues that do not yet appear to
have been considered.

3. With regard to termination of services for
other reasons, such as noncompliance, violence,
or threatened violence, agencies already should
be providing both verbal and written notice prior
to discontinuation of services. But if the court
decides that such notices must be given in the
form of an ABN with current requirements for
delivery, agencies may have an additional burden
to meet. They should, therefore, closely monitor
developments in this case. 

The Healey case has been pending since 1998.
It may continue for many years to come. Stay
tuned!

To obtain a complete set of policies and proce-
dures governing termination of services to patients
under a variety of circumstances, send a check for
$105 (includes shipping and handling) made out
to Elizabeth E. Hogue, Esq., at the address below.

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

Should dying patients 
be research subjects?
Ethicists worry research would erode respect

An experimental blood oxygenation device
has the potential to help thousands of

patients with severe emphysema or other lung
conditions. The device has been thoroughly
tested in laboratory animals, but human trials
would involve major invasive procedures for
research participants and place them at very high
risk of death or serious complications.
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Instead, researchers have tested the device in
brain-dead patients just prior to the withdrawal
of mechanical ventilation. Researchers gathered
information about how well the device improved
oxygen levels in the subjects’ blood, without con-
ducting painful experiments in living patients
expected to recover and continue their lives.

At a noted cancer hospital, researchers needed 
to test an innovative therapeutic drug designed to
attack tumor growth while leaving healthy tissue
undamaged. Instead of
injecting the product into
research volunteers —
which would have necessi-
tated multiple tissue biop-
sies to ascertain whether
intended tissue targets were
affected — researchers first
tested it on “terminal wean”
patients, those patients who
were being removed from
mechanical ventilation and
respiration and who were
expected to die within the
next few hours.

These are just a few examples of research being
conducted nationwide using dead and nearly
dead patients as subjects. Such investigations
allow researchers and clinicians to study new and
risky procedures and treatments in a realistic
way, without putting patients at risk of harm.

However, some ethicists worry that more over-
sight is needed to ensure research of this type
doesn’t erode respect for human beings, both liv-
ing and dead.

Viewing deceased or dying patients as possi-
ble subjects of research from which they cannot
possibly benefit increases the risk that patients at
or near the end of life will be seen as a means to
an end, rather than retaining the dignity they
should have as individuals, notes Jacqueline
Glover, PhD, associate professor in the Center
for Bioethics and Humanities and the depart-
ment of pediatrics at the University of Colorado
Health Sciences Center in Denver.

Glover and other experts in bioethics and med-
ical research participated in a seminar on devel-
oping ethical guidelines for research including
patients at the end of life, held Feb. 24 at Emory
University in Atlanta.

Institutions and researchers considering such
protocols need guidance on the unique ethical
ramifications of these projects, Glover adds. “We
have to be concerned with protecting vulnerable

populations, but also with promoting public
health and needed research. What are the societal
implications, what are the conflicting interests,
and what is the role of bioethics in fostering dia-
logue in the community?”

A wide variety of research using deceased and
dying subjects has been proposed in several med-
ical specialties, says John Kavanagh, MD, profes-
sor at the University of Texas M.D. Anderson
Cancer Center in Houston.

Especially in highly
technological fields such 
as interventional radiology
or laparoscopic surgery,
where new techniques,
procedures, and instru-
ments emerge frequently
and clinicians are pressed
to develop proficiency
quickly, practicing on
deceased patients first can
prevent serious errors later.

Animals often are not
appropriate substitutes
because they do not have

the same anatomy, Kavanagh notes. Currently,
clinicians often use flash-frozen human cadavers,
but these models also do not provide a realistic
simulation of what performing an actual proce-
dure is like or how living human tissues and sys-
tems will react to a procedure or treatment.

Research into the pharmacodynamics of new
medications also could be improved by using
brain-dead patients or terminal-wean patients
prior to the withdrawal of life support, he says.

One of the first things clinical investigators need
to know about a new drug is how it acts once it is
inside the human body. Researchers must give the
drug, then collect numerous biopsies and blood
samples to determine where the medication went
and whether it acted as researchers believed it
would, he says.

Studies benefit future patients, not subjects

“These studies rarely, if ever, benefit the
patient; the information is needed for future
patients,” Kavanagh says. “Usually, these are
part of Phase I trials, which are dose-determin-
ing trials. Participants in these trials usually
receive less-than-optimal doses of the drug, and
participation in the trial frequently requires sub-
jects to travel and stay in a hotel near the hospi-
tal. Morbidity from participation is not usually
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very bad. But the majority of Phase I trials fail
and never progress to Phase II.”

The administration of an experimental drug
into a nearly dead patient with intact major organ
systems could yield the same information.

A number of institutions and ethics committees
have examined the ethical issues these protocols
present and are developing guidelines for deter-
mining which projects to allow, which to prohibit,
and what subject protections need to be in place,
says Rebecca D. Pentz, PhD, associate professor
and research ethicist for hematology and oncol-
ogy at the Winship Cancer Institute at Emory. 

If institutions want to allow research protocols
involving dead or dying patients, there are a
number of issues to consider:

1. How important is the research? Several
authors have stipulated that the proposed inves-
tigation must address an important clinical prob-
lem, usually one that would be difficult to study
in any other population, Pentz says.

2. Which patients are eligible? Some institu-
tions permit research involving brain-dead patients
but not patients defined as nearly dead — those
who physicians believe to be within a few hours 
of death. And some institutions feel that these 
populations should be used only as a last resort.
Opinions also differ about whether organ donors
and autopsy candidates should be included in or
excluded from consideration.

3. Should informed consent be obtained?
Almost all ethicists agree that investigators
should obtain informed consent from family
members, and some have added that subjects
should have previously indicated to family or 
to caregivers some willingness to participate in
research or to have their body or tissues used 
for research purposes after their deaths.

4. What are the time limits? A particularly
thorny issue is the duration of the proposed
research intervention, Pentz notes. Almost all of
the published guidance indicates that the inter-
vention should be of short duration and that
deceased patients not be maintained on life sup-
port for long periods of time solely for the pur-
pose of conducting a research protocol, she
explains.

5. What if the patient dies during the proto-
col? For research involving terminal-wean
patients and patients who are near death, the
possibility exists that death will occur during
the intervention, Pentz notes. Ethics committees
must decide what investigators and clinicians
will do if this happens. For example, must

investigators halt the intervention? Will family
members be allowed to be present during the
protocol?

One of the most difficult quandaries faced by
medical ethicists involves the need to separate
decisions about inclusion in research from the
decision to terminate life-support measures,
notes Glover.

Some institutions require that a death certifi-
cate be issued prior to inclusion of the patient in
a research protocol, and some also require that
the decision to place the patient on a terminal
wean be made by a clinician independent of the
research protocol.

The impact of participation in the research pro-
tocol on the deceased person’s family also must
be considered.

Family members are not always in agreement
about whether their loved one would have wanted
to be included, and they are not always of one
mind in terms of knowing what to expect, Glover
adds.

Research protocols involving the nearly dead
present unique ethical dilemmas, she adds.
Where is the distinction between a living person
and one who is “nearly dead” — and, she asks,
should there even be a distinction?

Although clinicians may feel in particular situ-
ations that they can predict with some certainty
that a person will not live longer than a few more
hours, it’s difficult to argue that these patients
should somehow be considered “less than alive,”
she says.

Research on dead patients falls into gray area

Research involving deceased patients actually
falls into a gray area in terms of federally man-
dated human subject protections, says Michael
A. DeVita, MD, FACP, assistant professor of
anesthesiology and critical care medicine at the
University of Pittsburgh Medical College and
chair of the college’s ethics committee.

According to federal regulations, institutional
review boards are only authorized to monitor
research involving living human subjects. Many
are understandably reluctant to evaluate proto-
cols involving the dead because of fears that a
federal audit of their records would reveal dif-
ferent criteria used to judge protocols involving
dead participants and those involving living
subjects.

Medical center ethics committees usually only
consider issues related to the clinical treatment 
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of patients at their facility, and typically have no
jurisdiction over organs, tissues, or other materi-
als that may come into a facility from somewhere
else but involve investigators at that center.

After receiving a request from a clinician to
study an artificial blood oxygenation device in
brain-dead patients, the University of Pittsburgh
College of Medicine decided to form a separate
committee, the Committee on Research Involving
the Dead (CORID), to evaluate such protocols.

University officials said such protocols did pre-
sent some difficult human subjects concerns that
were separate and distinct from the concerns
posed by research involving living subjects.

Officials noted that researchers aren’t able to
definitively quantify all the potential risks to sub-
jects; that abuses of potential subjects could occur;
and that they would not easily be discovered if
they did occur, DeVita says. For these reasons,
CORID was formed. The goals of CORID are:

• to protect deceased patients; 
• to protect family members of deceased and

dying patients; 
• to provide guidance to investigators;
• to provide ethical standards for how similar

research should be monitored.
Among the issues that CORID has had to con-

sider is when to seek consent for a research proto-
col from family members of organ donors, because
the Uniform Anatomical Gift Act permits research
on donated organs and tissues if the person has
consented to organ donation.

However, the committee determined that
investigators must seek additional consent from
family members if the study involves an unusual
procedure or degree of bodily invasion.

In determining the need for family consent,
CORID considers the degree of invasion the pro-
tocol would involve, the potential benefit to be
obtained by the information found in the study,
and whether the potential benefit outweighs the
degree of invasion involved.

The committee also has developed guidance
regarding research processes and procedures,
such as how tissue samples will be collected and
stored, whether family visitation can occur dur-
ing the study procedure, and whether partici-
pants in the study still may be able to have an
open-casket funeral.

CORID also established time limits on how long
study interventions could take, where brain-dead
patients could be maintained during the study
intervention, and which health care personnel
would be involved in providing clinical care.  ■

More flu vaccines urged
for health care workers
Recommendation for health care worker vaccination

In response to unacceptably low influenza
immunization rates among health care workers,

the Association for Professionals in Infection
Control and Epidemiology (APIC) has issued
specific recommendations to health care facilities
to develop and implement comprehensive
influenza vaccination programs for employees.
APIC is a nonprofit professional association com-
prising more than 10,000 members whose respon-
sibility is the prevention and control of infections
and related adverse outcomes in patients and
health care workers. APIC’s new recommenda-
tions were published in the May issue of the
American Journal of Injection Control. 

Health care workers at risk for flu

Only 36% of health care workers receive an
annual influenza vaccination, despite longstand-
ing recommendations by the Centers for Disease
Control and Prevention (CDC) and other organi-
zations. Health care workers are at high risk for
acquiring influenza infection due to their expo-
sure to ill patients as well as their exposure in 
the community. (Health care workers are defined
here as all personnel who have contact with
patients, both medical and nonmedical, because
when these staff are infected with influenza they
can spread the virus to patients in their care.)
Research, in fact, suggests health care workers
can be a key source of institutional outbreaks,
contributing to increased morbidity and mortal-
ity among vulnerable patients.

“Greater emphasis needs to be placed on
improving influenza immunization rates among
health care workers to help ensure patient safety
and protection — especially for patients at
increased risk of influenza-related complica-
tions,” says APIC president Jeanne A. Pfeiffer,
RN, MPH, CIC. “Immunization also provides
personal protection for health care workers and
minimizes work force absenteeism during the
influenza season.”

Health care workers encounter patients through-
out the influenza season in many settings, includ-
ing general hospitals, specialty hospitals, long-
term care facilities, pediatric hospitals, emergency

June 2004 / HOSPICE MANAGEMENT ADVISOR ™ 69



NHPCO observes 
National Volunteer Week

The National Hospice and Palliative Care
Organization (NHPCO) in Alexandria, VA,

has recognized volunteers as integral members
of hospice’s interdisciplinary care team, provid-
ing comfort and compassion to those facing a
life-limiting illness. The official recognition was
part of the NHPCO’s National Volunteer Week 
in April.

“The roots of hospice are grounded in the dedi-
cated work of volunteers who want to provide 
a more compassionate, dignified experience for
the dying,” says J. Donald Schumacher, PsyD,
NHPCO president and CEO. “Hospices in this
country served more than 885,000 patients in
2002, and volunteers are an integral part of the
care team.”

In comments presented by the NHPCO, hos-
pice volunteers talked about why they have cho-
sen to fulfill such an important role.

“My choice to volunteer is one of love,” said
Coral Rose, a volunteer from Fayetteville, AR. 

“To give love to others on a truly unconditional
basis is an extraordinary experience. The choice
for me was born the day of my own father’s pass-
ing. Several family members and I tended to him
at home with the love and support of hospice. As
more and more Baby Boomers are faced with car-
ing for their elderly dying parents, there will no
doubt be a rise in use of hospice, and I, for one,
am pleased to know that, as a volunteer, I will
make a difference when that happens.”

An estimated 500,000 people volunteer in the
nation’s 3,200 hospice organizations annually,
providing more than ten million hours of service
each year. Many people become hospice volun-
teers after experiencing firsthand the compassion-
ate care hospice provided to a dying loved one.  ▼

NHPCO, Aetna 
collaborate on training

The National Hospice and Palliative Care
Organization (NHPCO) in Alexandria, VA,

will provide information and educational assis-
tance to help train case managers working on
Aetna’s Compassionate Care program. 
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departments, medical practices, ambulatory care
settings, rehabilitation facilities, and home care.

Studies show health care workers are more
likely to work through illness and return to work
sooner when they are ill, thus increasing the like-
lihood of virus transmission to patients in their
care and co-workers. In addition, institutional
influenza outbreaks can have serious implications
for both the patient and the health care provider.
These events can put patients at risk, result in or
exacerbate existing staff shortages, curtail admis-
sions, and increase health care costs.

Vaccination is the primary means of reducing
influenza transmission and preventing infection
from the influenza virus. Each year, the infection
causes an average of 36,000 deaths and 114,000
hospitalizations in the United States.

“Health care facilities have an important role to
play in maximizing influenza vaccination rates in
health care workers,” says Pfeiffer. “Every facility
should develop and implement comprehensive
influenza vaccination programs for employees.”

APIC initiated a multifaceted initiative in
January 2004 aimed at increasing influenza immu-
nization rates among health care workers. As a
result, APIC is completing a membership survey
to assess the state of employee influenza immu-
nization programs at members’ institutions across
the country. In addition, APIC is developing new
resources for infection control professionals and
other health care providers that will help encour-
age institutions to implement formal influenza
control policies. APIC’s initiative, including the
survey results and new professional resources,
will be highlighted at its 31st Annual Educational
Conference in Phoenix on June 9, 2004. 

[Editor’s note: More information on APIC’s position
statement on health care worker influenza immuniza-
tion can be found on-line at www.apic.org. For the most
current CDC Advisory Committee on Immunization
Practice recommendations for influenza immunization,
go to www.cdc.gov/mmwr/preview/mmwrhtml/
rr53e430a1.htm.] ■



Aetna, one of the nation’s leading providers of
health care, announced plans in April that call for
expanded benefits, nurse case management, and
information to help Aetna members and their fam-
ilies cope with special needs and issues involved
in care at the end of life. 

Aetna’s Compassionate Care is designed to
offer improved pain and symptom management,
extended continuity of care, better advance care
planning, expanded personal support, and better
access to community-based services and resources.
It is expected that these benefits will be available
to a number of large plan sponsors representing
more than 400,000 members beginning in January
2005. 

Aetna reported that this broadened coverage
for hospice and palliative care services will pro-
vide coverage for curative care while in hospice.
Respite care and bereavement support also will
be included.

“We’re launching this program because it’s
the right thing to do,” says John W. Rowe, MD,
Aetna’s chairman and CEO. “It’s not about
reducing medical costs or saving money. It’s
about giving people choices and autonomy in
the care they receive at the end of their lives.”

“NHPCO is proud to work with Aetna to
improve care for those patients and families liv-
ing with life-limiting illness,” says J. Donald
Schumacher, PsyD, president and CEO of the
NHPCO. “The expertise and experience found
in the hospice and palliative care community
will be invaluable as Aetna reaches out to pro-
vide their members with the best end-of-life care
possible.”  ▼

Common senior health
care mistakes identified

Based upon information gathered for educa-
tional courses and books, the Institute for

Healthcare Advancement (IHA) in La Habra, CA,
has identified the 10 most common health care
mistakes made by seniors.

“Seniors are enjoying themselves and remain-
ing active much later in life,” says Gloria Mayer,
RN, EdD, president and chief executive officer 
of IHA. “But they must also take charge of their
health care,” she adds. By identifying the key

areas in which seniors make mistakes, the insti-
tute hopes to advance education of seniors as
well as family members of senior citizens.

The most common mistakes identified by IHA
are:

1. Driving when it’s no longer safe.
2. Fighting the aging process and its appear-

ance by refusing to wear eyeglasses, hearing aids,
or dentures as well as refusing to use walking
aids.

3. Reluctance to discuss intimate health prob-
lems, such as urinary difficulties, with a doctor or
health care provider.

4. Not understanding what the doctor has told
them about their health problem or medical con-
dition and not asking for further explanations.

5. Disregarding the serious potential for a fall
by keeping scatter rugs and poor lighting in their
homes.

6. Failure to have a system or plan, such as pill-
boxes, a written daily schedule, or a check-off
record, for managing medications.

7. Not having a single primary care physician
who looks at an overall medical plan for treatment
to avoid multiple medical regimens that might
cause adverse reactions.

8. Not seeking medical attention when early
possible warning signs occur.

9. Failure to participate in preventive programs.
10. Not asking loved ones for help for reasons

such as stubborn personalities, a desire for inde-
pendence, or early signs of dementia.

An easy-to-read, easy-to-understand self-help
book for senior citizens titled What to Do for Senior
Health has been published by IHA. For more
information or to order the book, call (800) 434-
4633 or go to www.iha4health.org and click on
the “Bookstore” link. The cost of the book is
$12.95.  ▼

Improved outcomes 
in pain management

Kathleen Rose, RN, MSHSA, president and
CEO of Vineyard Nursing Association in

Oak Bluffs, MA, and Sandi Corr-Dolby, RN, clini-
cal director of Vineyard Nursing Association,
will present “How to Integrate Pain Standards
and Palliative Care Principles into a Home Care
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Agency: A Case Study” at the 22nd Annual
Meeting and Exhibition of the Visiting Nurse
Associations of America. The educational confer-
ence will be held April 21-23, 2004, at the Hyatt
Regency in New Orleans.

In their 1½-hour program, Rose and Corr-
Dolby will demonstrate how Vineyard Nursing
Association, a full-service home care agency, has
achieved measurable improvement in its chronic
pain management program since implementing
new administrative and clinical procedures
developed by Pain Resources Network (PRN) of
Melrose, MA. PRN president Cathy Schutt, RN,
MS, ANP, will join Rose and Corr-Dolby in dis-
cussing how systemwide changes and interactive
clinical tools have helped Vineyard Nursing
meet or exceed the standards recommended for
pain and palliative care by the Joint Commission
on Accreditation of Healthcare Organizations
(JCAHO) and other regulatory agencies.

Improving consistency, effectiveness

“We knew our staff members were highly
skilled in traditional curative care practices, but
the long-term nature of illness experienced by a
large percentage of our client population made us
realize that we needed to improve the quality of
the palliative care we delivered, as well,” Rose
explains. “To do this, we needed to address our
chronically ill patients’ very subjective pain and
symptom management needs more consistently
and effectively. We wanted to adopt a compre-
hensive, interdisciplinary approach to patient
care that would view pain as the fifth vital sign.
We wanted to integrate the diagnosis and treat-
ment of pain and its related symptoms into our
daily clinical routine.”

Pain Resources Network worked with Vineyard
Nursing to assess the home care agency’s situa-
tion, establish goals and objectives, redesign
administrative and clinical practices and proce-
dures to accommodate the implementation of rec-
ommended pain standards, and train the entire
interdisciplinary team in effective pain manage-
ment and palliative care. PRN also developed
hands-on clinical tools that would help each
member of the health care team assess pain more
accurately, carry out appropriate interventions
more confidently, and communicate more consis-
tently with patients, families, and each other.

“We at Vineyard Nursing are now very confi-
dent when dealing with our patients’ chronic
pain symptoms,” Rose says. “The ways in which

our staff interacts with patients, families, MDs,
and colleagues are measurably more consistent
and effective. Our pain and palliative care out-
comes have achieved the standards of care set
forth by JCAHO, and we have significantly
improved the quality of life for those patients
who are not heading toward a cure. We are very
committed to continuing this program and to
training others with whom we work, as well.”

The pain management and palliative care pro-
gram being used by Vineyard Nursing Association
is available to all health care providers in the form
of an implementation and training system called
Integrating JCAHO Pain Standards: Strategies and
Tools for Non-Acute Settings, published by Pain
Resources Network. 

For more information, visit www.painstandards.
com or call Kris Gravina at (781) 620-1919.  ■
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