
HCFA to hospitals: Tell patients 
about pain management options
Government backs new rights

In the cacophony that is the health care debate, the voices of those
who advocate better care for the dying seem to be rising above the
politics and rhetoric. Case in point: A new federal ruling requires

that all patients must receive complete information about their right to
adequate pain treatment.

In recent months, federal lawmakers have debated what is commonly
called the patient’s bill of rights — a laundry list of reforms aimed at
giving managed care consumers greater choice and holding HMOs
more accountable for the care they provide. But end-of-life advocates
quietly struck a victory for patients’ rights in July when the Health Care
Financing Administration (HCFA) ruled that providers give patients
information about their rights to adequate pain treatment as part of its
conditions of participation (CoP).

The ruling, which introduces new patient’s rights conditions of par-
ticipation, appears in the Federal Register (1999; 64:36,069-36,089), and
became effective Aug. 2. As a whole, the regulation describes the condi-
tions of participation that hospitals must follow in order to participate
in both Medicare and Medicaid programs.

The CoP sets forth these six standards that HCFA says will ensure
minimum protections of each patient’s rights:

• The right to notification of patients’ rights.
• The exercise of their rights in regards to care.
• The right to privacy and safety.
• The right to keep records confidential.
• Freedom from the use of restraints unless clinically necessary.
• Freedom from seclusion and restraints in behavior management

unless clinically necessary. 
When the interim final rule was published earlier this year, end-of-life

care and patients’ rights advocates argued that the rule needed to empha-
size full patient participation in his or her care. Furthermore, those who
submitted comments to the rule suggested the rule require patients to
sign-off on treatment and that providers should acknowledge the patient’s
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right to refuse treatment.
HCFA agreed with those who pushed for

greater patient care information. “The require-
ment supports this emphasis and implicitly
includes the commenter’s concerns that a patient
be able to refuse a certain treatment or participate
in experimental research,” HCFA officials wrote
in the Federal Register. “However, in light of this
comment, we decided to introduce a higher
degree of specificity in the final rule.

“First, we noted that the patient’s representa-
tive can also exercise the right to make informed
decisions on the patient’s behalf. Second, we
introduced [a] more detailed description of what
the patient’s right to make informed decision
entails. The patient has the right to be informed
of his or her health status, to be involved in care
planning and treatment (this includes pain man-
agement, as this aspect of treatment planning is
often not discussed with patients), and to be able
to request and refuse treatment.”

In addition, HCFA also proposed to include a
patient’s right to formulate advance directives and
require hospital staff and practitioners to comply
with them. Those who commented suggest that
HCFA go further by requiring hospital providers to
communicate and help provide access to palliative
care for the terminally ill. However, HCFA dis-
agreed that changes in the advance directive lan-
guage was necessary and that by simply requiring
compliance with advance directive requirements
would facilitate increased communication regard-
ing end-of-life decisions, pain management, and
other palliative care.

HCFA’s inclusion of pain management infor-
mation as part of its CoPs comes amid growing
criticism by end-of-life advocates that health care
providers show little concern regarding the pain
management needs of the dying, including offer-
ing little provider education on the topic in medi-
cal and nursing schools.

“It’s a landmark ruling,” says Barbara Coombs
Lee, RN, JD, executive director of the Portland,
OR-based Compassion in Dying Federation, a
pain management advocacy group. “We say this
because it’s a unique interpretation of the Patient
Self Determination Act, which was traditionally
thought to apply only to advance directives.”

In 1990, Congress passed the Patient Self
Determination Act (PSDA), which required a
patient be notified of his or her rights under state
law. The “under state law” provision is signifi-
cant. Originally, Compassion in Dying set out to
get the federal government to force California

providers comply with PSDA, which required
notification or rights under the states’ California
Pain Patient’s Bill of Rights. States without a sim-
ilar law in their books could not require pain
management notification. 

In California, advocates for the dying criticized
medical providers for allowing patients to need-
lessly suffer in pain and asked HCFA to investi-
gate their claims that providers were failing to
comply with the PSDA.

Last December, Compassion in Dying
Federation, along with Americans for Better 
Care of the Dying, the American Academy of
Pain Management, American Pain Foundation,
Medicare Rights Center, and Choice in Dying,
sent a letter to HCFA outlining their concerns.
They argued that the PSDA, which had until
now, been used to require that providers inform
patients of their rights to have a say in their care
through advance directives, could be expanded
to include pain management.

“No one had ever considered its scope to be
larger than just requiring advance directives,” said
Kathryn Tucker, JD, director of legal affairs for
Compassion in Dying Federation. “We proposed
the PSDA be used to require pain management.”

What started out as a state-specific interpreta-
tion of a federal law has found its way into fed-
eral hospital CoPs, which govern all facilities that
participate in Medicare and Medicaid programs. 

Hospice impact 

While the CoPs apply to hospitals, the ruling is
significant for hospices that benefit from pallia-
tive care information given to patients early in
the health care continuum. 

This could help boost length of stays by giving
more terminally ill patients the choice of choos-
ing hospice over continued, but futile, curative
efforts. Declining length of stay has been a wors-
ening problem for hospices. Overall lengths of
stay are down, with patients admitted to hospice
with only days to live. The net effect is the patient
is unable to benefit from all the services hospice
offers, and has likely suffered needlessly without
the palliative care offered by hospices. For the
hospice, admission at such a late stage in the
dying process is costly. Admission, with the
emphasis on assessment and care planning, and
care of the patient in the final days are the two
most expensive episodes of hospice care. For
many hospices, these two episodes overlap,
making it difficult to keep up with the cost using
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Pain care, documentation
are improved by training
Make sure nurses understand all pain definitions

Home care agencies and accreditation organi-
zations are increasingly focusing on the pain

management of home care patients. And at the
same time, more surgery patients, who are expe-
riencing pain, are being sent into home care after
increasingly shorter hospital stays. It may be time
to take a look at pain management as a separate
performance improvement (PI) project.

Providence Home Health Care in Novi, 
MI, selected pain management as one of the 
two areas to focus on in the past year. The
hospital-based agency, which serves southeast-
ern Michigan, is one of the 50 agencies that for
the past three years had been using the Outcome
and Assessment Information Set (OASIS) tool as
part of the national demonstration project.

Agency’s peers’ outcomes were better

The agency had slightly worse outcomes 
for pain management than had other agencies
involved in the demonstration project, and the
agency’s outcomes for pain management had
fallen from the previous year, says Barbara
Harlow, RN, acting director.

About 65% of Providence Home Health Care’s
patients showed an improvement in pain, com-
pared with about 68% nationally. During the pre-
vious year, 71.3% had improved. The results of the
agency’s yearlong project won’t be known until its
1999 OASIS report is released later this summer. 

The national data was risk-adjusted, so the
comparison was fair. However, the performance
improvement team soon learned that the decrease
from the previous year was mostly due to a big
change in the agency’s patient population. “We
doubled the number of our short-term patients
from a mastectomy program in which patients
went to outpatient surgery and then we provided
home care service for them,” Harlow says.

The number of mastectomy surgery patients
increased from 57 to 95. “We found that those
patients didn’t score as well on pain control, 
and the reason was that it’s hard to measure an
improvement in pain when you only see a patient
for one or two visits,” Harlow explains.

Still, the agency wanted to improve its pain
management and documentation, so this is how
the performance improvement program worked:

• The PI team reviewed charts.
The team pulled charts of all patients who had

poor pain management results according to the
OASIS report.

Then the team developed a chart audit tool to
use in identifying trends and problems with pain
management and its documentation. The tool,
which was revised several times, has 12 questions
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Medicare per diem payments. 
“Will it enhance referrals? I don’t know what

the effect will be,” says Karen Woods, executive
director of the Hospice Association of America in
Washington, DC. “There’s certainly nothing bad
about the ruling. My guess is that it will not have
a direct impact, but will have a second-tier affect.
When you look at care in hospitals, certainly
there should be more referrals.”

But Woods tempered her optimism by saying
that how much the CoP will positively affect hos-
pices will depend on how aggressively, HCFA
intends to enforce this CoP. 

Who’s the enforcer?

The pain management requirement in the
Patient’s Rights CoP is only a tiny part of the
entire picture. Certainly, states with similar laws
as California have more legal teeth. But for those

who don’t and whose providers are subject only
the rules of Medicare and Medicaid, there is the
possibility that HCFA’s intentions could get lost
among the more significant requirements of the
Patient’s Rights CoP.

Woods says HCFA needs to require documen-
tation of pain management information being
given to patients and patient involvement in
treatment planning. HCFA also needs to decide
who will enforce this requirement and agree on a
plan to monitor providers.

At the very least, the ruling emphasizes what
hospices have already known. It reinforces
aspects of hospice care that have make hospice
uniquely qualified to carry out the philosophy
and treatment HCFA requires of its participating
hospitals. Most notable of these are the hospice
characteristics of including the patient and family
in deciding how their hospice care will be carried
out, and its emphasis on palliative care.  ■



Teach caregivers 
to provide better care
Help family recognize its own needs and limits 

Caring for the dying is an enormous responsibil-
ity. No one knows this more than the nurses,

social workers, and chaplains who do it day in and
day out as hospice workers. The presence of these
hospice workers in the home is often a welcome
respite for loved ones who must provide the bulk
of the care.

But what happens in between visits? Often, the
caregiver is left feeling isolated and overwhelmed.
So it stands to reason that one way to ensure qual-
ity care in the absence of staff is to teach loved
ones how to be better caregivers.

Few understand this better than Susan Miller,
MS, the Alzheimer’s program coordinator for
Sunrise Assisted Living Center in Wilton, CT. Her
unique perspective comes not only from helping
to train professional caregivers on how to care for
Alzheimer’s patients, but also from knowing that
she will need the help of nurses and social work-
ers when her husband eventually moves into the
latter stages of Alzheimer’s.

“When the time comes, I plan on using

[training] resources.” Miller says. “I have anger
sometimes and even though I know it’s normal 
to feel this, I need someone to remind me. It’s a
wonderful thing to know that you’re not going
through this alone.”

Elizabeth Pitorak, MSN, RN, CRNH, director
of the Institute of Hospice of the Western Reserve
in Cleveland and president of the Pittsburgh-
based Hospice and Palliative Nurses Association,
believes that a terminal illness is a family illness.
“Hospice care uses an interdisciplinary team
approach that must include family members as
part of the team.”

Better education, better care

Given that family members play such a pivotal
role in caring for the dying patient, hospice staff
need not only attend to the needs of the patient,
but those of the caregiver as well. Attention needs
to be paid to not only teaching caregivers the
mechanics of caring for a loved one — how to
give a bed bath or monitor instruments, for
example — but also help caregivers recognize
their own needs and limitations.

“The better educated the family, the better the
care the patient will receive,” Miller says.

According to Pitorak, staff should focus on
the following areas to help family members
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relating to OASIS and pain assessment. 
• The team identified trends and problems.
Using the tool, the team found some common

and recurring problems.
“That’s how we found that a lot of the cases

were mastectomy patients who had very short
home care stays,” Harlow says.

There also were other cancer patients whose
pain did not improve, and another group included
those who had a total joint replacement diagnosis.

Team members also found that most of the
patients who had a longer length of stay showed
improvement in the intensity of their pain. But
they continued to score their pain as “daily, but
not constantly” on discharge.

The PI team decided there was very little the
agency could do to improve pain for surgical
patients whom the staff visited once or twice.

But there was another problem that could be
addressed. The agency’s nurses and therapists
were using two different pain measurement
scales, which led to inconsistency in the scoring
and pain assessment.

Also, nurses were interpreting pain control
methods inconsistently. For example, one OASIS
question reads: “Intractable pain: Is patient
experiencing pain that is not easily relieved,
occurs at least daily, and affects the patient’s
sleep, appetite, physical and emotional energy,
concentration, personal relationships, emotions,
or the ability or the desire to perform physical
activity?” The question must be answered either
“yes” or “no.”

But the problem is some cases fell into a gray
area. If a nurse had a patient who was on a mor-
phine drip and didn’t have pain while on mor-
phine, did that qualify as intractable pain that 
is not easily relieved? The team called the
Denver-based Center for Health Services and
Policy Research to find out the correct answer,
and learned that if the pain was relieved by the
morphine, then it did not count as intractable
pain. 

And team members decided the entire staff
needed to learn a more consistent approach to
pain control instruction and documentation.  ■



become better caregivers:
• physical concerns;
• emotional needs;
• role and relationship of caregiver in the

family structure;
• spiritual concerns;
• understanding of the dying process.
One of the major themes of hospice care is pain

management. A focus on palliative care will go a
long way in improving the quality of the remain-
ing days of a patient’s life. While hospice workers
understand this philosophy, family members and
caregivers may not. Often, they are reluctant to
administer pain medication out of fear of over-
dosing the patient or contributing to addiction.

Physical concerns

Hospice staff need to help caregivers accept
that pain is a reality in their loved one’s life, and
that pain medication is designed to improve the
quality of life that remains, Pitorak says. Further,
staff must stress the importance of keeping up
with scheduled medication to avoid causing
undue pain on the patient. As staff train care-
givers on how to administer the medication, care-
givers should also be told about the side effects of
the medications being used to avoid surprises
that could result in noncompliance or misuse.

“The object is to take the fear out by giving
them the knowledge they need to feel confident,”
Pitorak says.

There are also physical concerns of the care-
giver that staff must be aware of. A common con-
cern is whether the caregiver is getting enough
rest despite the round-the-clock duties of caring
for the patient and tending to household respon-
sibilities. It is often easy to focus primarily on the
patient and miss the warning signs of a caregiver
in need of care.

The best way to keep on top of caregivers’
needs is establishing a rapport with them, keep-
ing lines of communication open, and showing
not only a concern for the patient, but for the
caregiver, too. 

One of the roles a caregiver has is to help a
loved one accept that he or she has a terminal ill-
ness. Patients often deny they are sick and avoid
necessary treatments — medical or otherwise —
that negatively impact their quality of life.

A caregiver must also be able to nurture loved
ones to allow them to share their feelings about
their situation, including their fears about leaving
loved ones behind. In order to do so, caregivers

must be able to discern the proper times to elicit
open conversation and avoid communicating
through heated arguments.

As patients are faced with their mortality, they
begin to inventory life’s unfinished business, activ-
ities they have always wanted to do, or broken
relationships they have long wanted to mend.
Caregivers should play a major role in improving
their loved one’s life by helping to tie up those
loose ends.

But caregivers cannot attend to the above tasks
if they are not on a solid emotional foundation
themselves. In order to empower caregivers to be
supportive and attentive to the needs of the
patient, hospice staff should attend to the emo-
tional needs of the caregiver. 

This begins by assessing the caregiver’s ability
to cope, says Pitorak. It is common for coping
abilities to be deteriorated by the knowledge of a
loved one’s terminal illness. Staff should assess
the caregiver’s knowledge of the disease. The
ensuing discussion will likely yield insight into
the fears and expectations of the caregiver and
offer signs of anxiety and depression that must be
dealt with.

“Help them cope,” Pitorak says. “Empower
them by helping them re-identify coping
mechanisms.”

Roles and relationships

Emotional needs are effected in part by the
roles and relationships caregivers and patients
play in the family structure before and after the
diagnosis. For example, what seems like denial
may be the patient’s attempt to protect loved
ones from what is really happening. The care-
giver needs to be able to reassure the patient that
they are willing to listen and talk about all
aspects of the illness, despite how difficult it may
be for both parties. This should help the patient
get past this form of protection and allow them to
prepare for their own death, says Pitorak.

Often what triggers fear and anxiety among
dying patients is the thought of leaving behind a
spouse or family that is unprepared to carry on
after the patient dies. An elderly man who han-
dled the family finances could fear that his wife
will founder financially; or an elderly woman
who prepared all the family meals may be con-
cerned that her husband will starve with no one
to cook for him.

In order for both sides to gain peace the two
sides must talk, and that can be facilitated by staff.
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Both caregiver and patient need to be able to tell
each other what their fears are. If, for example, the
issue is self-sufficiency of the survivor, then the
hospice staff should help both sides address their
concerns. If the wife fears her husband will not be
able to prepare his own meals, the hospice worker
should work with the husband to devise a plan
that will ultimately improve his cooking skills,
which should be demonstrated to his wife.

“In order for the patient to have peace, you
have to teach the caregiver to be self-sufficient.
Encourage the caregiver to care for themselves,”
Pitorak says.

Professional caregivers must also help family
caregivers work through important family issues.
Patient and caregiver, for example, may disagree
on issues such as when, how, and what to share
their feelings

“Be there to let them,” says Miller “Let them
vent. Let them know that feelings of guilt or
anger are all normal feelings.” 

Hospices workers can help facilitate the resolu-
tion of outstanding issues by:

• Getting caregivers to openly explain their
needs. 

Caregivers need to be taught that their feelings
and needs matter and that they should feel as if
they can ask the patient to do something that will
make their lives easier or their caregiving respon-
sibilities more manageable. For example, it is not
unreasonable for a caregiver to ask a loved one to
give notice when any pain arises rather than wait
until it becomes so severe it creates a conflict
between caregiver and patient. 

Teach caregivers that conflict resolution does
not always mean that everybody ends up happy.
Remind them that conflicts are resolved through
compromise, a fact they may have forgotten under
the strain of dealing with a terminal illness. 

• Stressing to the caregiver that the patient
should make as many decisions as possible. 

A good example of letting a patient make deci-
sions is when adult children living some distance
away from the patient want to move him or her
into a nursing home. Although a move to a nurs-
ing home may make the adult children feel at ease,
it may not be what the patient wants. If the patient
understands the consequences of his or her deci-
sion to remain at home, including the absence of a
caregiver at home, the children should accept the
patient’s right to make that decision. Family mem-
bers need to be told that taking away their loved
one’s ability to make decisions can undermine his
or her feelings of control, which can interfere with

the person’s ability to deal with other aspects of
his or her illness. 

Another source of conflict can be unattended
spiritual needs. Patients are not always forthcom-
ing about their questions of faith or place in the
universe. Hospice workers are trained in trying
to get patients to express their spiritual needs, but
often it is the caregiver who prompts the discus-
sion that leads to the patient seeking a hospice
chaplain or their own clergy.

Spiritual concerns

The first step in meeting patients’ spiritual
needs is training caregivers on what spirituality
is, given its very broad definition. In some cases,
the caregiver may be deeply religious, while the
patient is not. Hospice caregivers need to train
family caregivers in what spiritual care actually
is, including that it does not necessarily involve
religion.

Teach caregivers to share not just their faith
with their loved ones, but their uncertainties as
well. This will help them understand their own
relationship with those around them, a higher
being, and possibly reconnect with beliefs they
held before their illness, Pitorak says.

Teach caregivers that listening is the most
important thing they can do to help, including
letting the patient know that he or she is willing
to discuss spiritual matters when the patient is
ready. Help the caregivers understand their limi-
tations. If the caregiver finds it difficult to listen
to the patient’s concerns, then the caregiver needs
to be able to call the hospice chaplain or their
own clergy to help the patient work through their
spiritual concerns.

Hospice workers need to be concerned about
the spiritual needs of the caregiver, as well.
Caring for a loved one who is dying often brings
up very difficult issues, including questions
about fairness, fear about the future and other
universal questions.

Just as the caregiver tries be available, so
should hospice workers. While this is not a new
concept, Pitorak says with the emphasis placed
on the patient, it is easy to forget about the needs
of the caregiver. And without addressing the
caregiver’s needs, the caregiver will have diffi-
culty helping the loved one to sort out through
his or her spiritual concerns.

Finally, caregivers need to be educated about
the dying process, says Pitorak. She recommends
giving caregivers a sheet with the list of signs and
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symptoms that the patient is preparing to die.
This will help caregivers prepare themselves.

Signs, such as loss of appetite or refusing to
take liquids, are often misinterpreted by care-
givers. In their attempt to care for there loved
ones, they force foods or liquids on the patient,
believing they need it when they are actually
signs of the body shutting down. Rather than
making the dying process peaceful, the caregiver
is doing the opposite.

“When a loved one stops eating, it’s the hard-
est thing to accept,” Pitorak says. “Caregivers
need to be told what the signs are and under-
stand that allowing the dying process to take
place is not giving up.”  ■

Consumers will sound 
the need for access
Shared stories may hold key to raising awareness

For all what industry experts and pundits say is
wrong with end-of-life care, their words pale

when compared to those of people actually
affected by poor care or denied access to end-of-
life treatment or palliative care.

End-of-life care has been on the minds of many
these days — including state and federal law-
makers, and the medical community. As the dis-
cussions continue on how to better care for the
dying, the din from these forums is spilling over
into the public consciousness. It is here that hos-
pices, hospitals, health plans, pain specialists,
physicians, nurses, and lawmakers can get a real
sense of what needs to be done.

Make timely diagnoses

One of the most glaring obstacles to quality
end-of life treatment is getting physicians to
make timely terminal diagnoses rather than sub-
ject their patient to medical intervention without
regard for providing a quality death.

The story that follows was adapted from the
Web site of the Hospice Foundation of America, 
a hospice advocacy group in Miami. In it, the
writer describes how the system worked for her
in one instance and failed her in another: 

A few years ago, I worked for a home health care
agency affiliated with a large area hospital. I was picked
to take a hospice training course, since we frequently

went into the homes of local hospice patients to provide
a few hours of free time for the primary caregivers. This
was my first experience with hospice. 

At the time, I thought it was a wonderful program.
About a year later, my father-in-law was diagnosed
with terminal cancer. When George’s doctor suggested
hospice, they called Hospice of Stark County. At the
time, I thought it was so great. Hospice [workers]
made sure that the end of George’s life was as comfort-
able as possible for him, and the entire rest of the fam-
ily. When George died, the nurse and counselors were
at the house in minutes. Even the grandchildren were
given the chance to talk to the counselors. 

Now my mother is terminally ill. She has end-stage
cancer, emphysema, and congestive heart failure. We
asked the oncologist more than a year ago if he supported
hospice principles, and if he would be willing to [refer 
to hospice] when the time came. “Absolutely,” he
answered. He treated mom’s cancer for over a year. I
can’t tell you how many times I would ask him or a
member of his staff why Mom was so angry, so confused,
so demanding. The answer was always, “We’re not
going to deal with that here, today.” Hospice never told
George that and offered help for him and his caregivers. 

The first week of June 1999, he gave Mom chemother-
apy in his office. The next week, she was in the hospital
with her lungs filled with fluid. The oncologist walked in
and told her, “I can’t do anything else for the cancer,
from now on, this other doctor [a pulmonologist] is
going to take care of you.” Goodbye. That was it. 

Tonight she is in a nursing home, she’s in too bad a
condition for me to take care of her at home. She has to
take physical and occupational therapy every day, so
that Medicare will pay for the nursing home. When I
ask a question about her condition, they seldom have
any answers for me. She is depressed, she feels aban-
doned and very, very angry. I feel ashamed because I
can’t take care of her. I have a good cry every day, and
go for days without eating or sleeping. Nobody is deal-
ing with her emotions, let alone helping me with mine. 

Between the change of doctors, the move to the
nursing home, Hospice has still not been called in.
Dealing with the death of someone you love is always
difficult. If you have been fortunate enough to go
through it with the Hospice program, trying to make it
through without hospice is maddening. I know the
level of care that my mother could be getting. It’s all
the difference in the world. If you have the choice, call
them, you will be amazed at the amount of care that
your entire family will get.

Though a disturbing story, it’s is not an unusual
one, according to hospice experts. That dynamic
one and those similar to it have contributed to the
crippling phenomenon of declining length of
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stays — physicians unwilling to accept that medi-
cal intervention will have no impact on a patient’s
terminal illness. By the time the physician and
family accept the inevitable, it’s too late for the
patient to enjoy the full benefits that hospice
offers.

While this has a severe financial impact on hos-
pices, the impact on patients and their family can
be devastating. What can hospices do to see that
more patients enjoy the first scenario described
above and not the latter?

Monetary impact can be devastating

The answer, says Jack Gordon, president of 
the Hospice Foundation of America, is in getting
physicians and the public to recognize their limi-
tations. While the advice seems lofty, Gordon
believes there are practical ways to achieve this
goal. 

According to Gordon, hospices — both as a
collective industry and on the local level — must
work to affect public opinion.

The message that the public needs to hear is:
Hospice is not synonymous with giving up. 

“I would become a good friend of the local
newspaper,” is one piece of advice from Gordon.
Aside from peppering health writers with press
releases every month, hospices should turn to com-
munity groups that can help promote the hospice
message. Gordon, a former North Carolina state
senator, likened the public awareness challenge fac-
ing hospices to a political campaign. “Reach out to
those who have sympathy for your cause,” he says.

What hospice isn’t

By this, Gordon is referring to marshalling the
support of community groups who can help edu-
cate the public. One example, he says, is to set up
a meeting with area clergy to explain the hospice
philosophy in hopes that their unique position
within the community will lead to referrals.

While public awareness can lead to a better
understanding of hospice, getting physicians, hos-
pitals, and insurers to embrace hospice will ulti-
mately boost referrals and contribute greatly to
improving end-of-life care. Just as public aware-
ness efforts focus on getting people to understand
their mortality, efforts aimed at physicians should
focus on their limitations as healers.

“When physicians talk about curing a patient,
it’s a fallacy,” Gordon says. Death is inevitable.”

While doctors exist to help postpone the

inevitable, they need to be taught when their
efforts impede with a patient’s right to a quality
death. Gordon advises hospices to work with hos-
pital ethics committees to review potentially termi-
nal cases. While ethics committee reviews are
nothing new, Gordon says case reviews should 
be done while the patient is being cared for, rather
than reviewing cases after the fact. This would
allow the committee to question physicians’ care
plans and ask if the physician has considered
whether curative efforts are in vain. In addition, it
will get physicians thinking about end-of-life care
sooner, rather than when it is too late.

“Instead of hospice being an afterthought, it
will be a forethought,” Gordon says.

Gordon acknowledges that increasing access to
hospice is a far more complicated matter than sim-
ply better public and physician relations. In an
attempt to gain a grasp on not only hospice access,
but access to all types of end-of-life services, the
Robert Wood Johnson Foundation (RWJF) is using
its Community-State Partnership to Improve End-
of-Life Care, a three-year program with the goal of
improving care of the dying.

The program is a new $11.25 million grant pro-
gram funded by RWJF with direction and techni-
cal assistance provided by Midwest Bioethics
Center (MBC) in Kansas City. The goal of the pro-
gram is to encourage state and community groups
to work together improve end-of-life care. Myra
Christopher, president and CEO of MBC and
national program director of the Community-State
Partnerships program, says the intent of the pro-
gram is to award grants to organizations working
to bring about statewide policy change and stimu-
late community dialogue.

Ask for palliative care

Part of the state grantees initiatives include
public forums where family of the recently
deceased share their end-of-life experience —
good and bad. While most grantees are still in the
process of collecting stories, there is a feeling that
the stories will resemble the one above.

“We need to emphasize that dying is not a sin-
gle act, said Lawrence Weiss, PhD, director of the
Sanford Center for Aging at the University of
Nevada-Reno, an RWJF grantee. “Primarily, we
want to change public perception and increase
education.”

Weiss agrees with Gordon that changing both
public and professional perceptions of end-of-life
care will boost access to hospices and other types
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of services for the dying.
However, RWJF grantees are going about it a lit-

tle differently. Grantees are gathering the stories,
not only to pinpoint areas of needed improvement,
but also use them to raise the awareness of physi-
cians and other providers who play a role in refer-
ring patients to hospice.

“Indirectly, it will address [physician atti-
tudes],” Weiss says. “Hopefully, they will see the
necessity to refer early. If consumers ask for [pal-
liative care] enough, physician attitudes will
change.”  ■

HCFA: More work needed
to avert Y2K problems

As the world marches toward the new millen-
nium, questions still exist over whether the

health care sector will be affected by the Y2K bug.
A new report released in July by the General
Accounting Office (GAO) looked at vital services,
including health care, and concluded that work
still needs to be done if Americans expect unin-
terrupted services.

As of the beginning of June, 4,142 biomedical
companies have submitted data to the Department
Health and Human Services (HHS) clearinghouse.
About 61% of these manufacturers reported having
products that do not employ dates and about 8%
(311 manufacturers) reported having date-related
problems such as an incorrect display of date/time.
According to the Food and Drug Administration
(FDA), the 311 manufacturers reported 897 prod-
ucts with date-related problems.

Despite the small percentage of manufacturers
who reported problems, information about these
problems have been difficult to obtain, the report
said. “Not all compliance information was avail-
able on the clearinghouse because the clearing-
house referred the user to 427 manufacturers’
Web sites.”

The GAO reviewed the Web sites and found a
total of 35,446 products. Of these products, 18,466
were reported as not employing a date; 11,211
were reported as compliant; 4,445 were shown as
noncompliant; and the compliance status of 1,324
was unknown.

The GAO has also criticized HHS for not inde-
pendently verifying manufacturers’ compliance
claims. HHS originally balked at the idea of
reviewing manufacturers’ results, claiming the 

task would take too much time and would be too
expensive. The GAO report said the FDA, a com-
ponent agency of HHS, announced in May that it
planned to develop a list of critical care/life sup-
port medical devices and the manufacturers of
these devices. From this list, the FDA will select a
sample of manufacturers for review, and hire a con-
tractor to develop a program to assess manufactur-
ers’ activities to identify and correct problems.  ■

CA proposal: Pain
management ed required

Abill that would require the teaching of pain
management in state-funded medical schools

is making its way through the California state leg-
islature. The state assembly passed the measure in
June, and the senate is preparing its vote. 

The proposal would add pain management
and end-of-life care to the curriculum require-
ments for students entering medical school on or
after June 1, 2000. It also requires health facilities
licensed in the state to assess pain as it would
assess other vital signs.

The bill specifies that the California Department
of Aging act as a clearinghouse for information
and materials needed to educate medical students
and community education relating to advance
directives.

If passed, the move would follow a recent study
published in the June issue of Oncology Nursing
Forum that pointed to the lack of end-of-life care
training in nursing schools. The study reviewed 50
textbooks frequently used in nursing undergradu-
ate schools, including 45,683 pages within 1,750
chapters. The texts were analyzed in depth using
an analysis framework with consultation from end-
of-life care experts. The findings revealed that only
2% of content and 1.4% of chapters were related to
any end-of-life care topic. The nine critical areas of
end-of-life issues examined in the textbook process
were: Palliative Care Defined; Quality of Life; Pain;
Other Symptom Management; Communication
with Patients and Family Members; Role/Needs 
of Family Caregivers; Death and Dying Process;
Issues of Policy, Ethics, and Law; and Bereavement. 
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Other key findings reported in the Oncology
Nursing Forum included: 

• Compared to content regarding non-drug
interventions for pain (44 pages), there was far
less (25 pages) for pharmacologic interventions
for pain.

• Quality-of-life issues and role/needs of
family caregivers received the smallest amount
of coverage. 

• The pharmacology books reviewed were
weak and often had outdated or incorrect
information regarding pain and symptom
management. 

• Information about sharing bad news or
communicating among interdisciplinary health
professionals was lacking. 

• The issues of assisted suicide and euthana-
sia were discussed in only 17 texts, with four
texts devoting only one paragraph to this topic. 

• Only one text mentioned regulatory barriers
to effective pain management. 

• Overall, 74% of critical end-of-life content
was found to be absent from the texts.  ▼

Survey: Employers lack
caregiver support

Anew survey of employers shows that
American workplaces are only beginning

to offer in-depth programs supporting the
widespread needs of caregivers, the critically 
ill, and the bereaved. 

The employer survey conducted by Last Acts,
a Robert Wood Johnson Foundation-funded orga-
nization, questioned employee benefits managers
at 170 companies about workplace programs
such as bereavement leave, flexible work sched-
ules, and information and referral services. 

The study was commissioned by the Workplace
Task Force of Last Acts, a coalition of more than 370
organizations dedicated to improving end-of-life

care. Task Force members included the Employee
Assistance Professionals Association, Business and
Professional Women/USA, the National Health
Council, and the National Alliance for Caregiving. 

The Department of Labor expects rapid growth
in family caregiving among workers over the next
10 years, Last Act officials predict. With that in
mind, the Task Force hopes to create a set of model
workplace activities to address employee needs. 
Of those surveyed, about two-thirds of employers
expressed interest in employee education to pre-
pare managers to create supportive corporate cul-
tures for employees who may be terminally ill or
caring for someone with a critical illness. 

However, such programs are only beginning to
emerge, according to Myrl Weinberg, leader of
the Workplace Task Force and president of the
National Health Council. More employers need
to understand the demographic and business rea-
sons why these programs are needed, she said in
Last Act press release. 

“Just as child care has become central in the
workplace, the demands of assisting the elderly
and the critically ill — sometimes across long dis-
tances — are becoming more pervasive. Our goal
is to make workplaces flexible enough to give
working people the time and information they
need to take good care of themselves and their
loved ones while continuing to be productive and
valuable employees.” 

Caregivers face obstacles

The research found that basic benefits are com-
mon. Bereavement leave was offered by 88% of
the employers. Family and medical leave or
employee assistance program each were offered
by 60% of employers. 

Yet other kinds of programs were more scarce.
For instance, temporary reassignments during a
time of grief or family medical hardship were
found to be available among only one-third of the
employers. Only 15% offered a legal services pro-
gram to deal with matters such as health care
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power of attorney, advance directives, or wills
and estates. 

In response to the absence of needed work-
place programs, Last Acts has developed a set of
model activities for employers to implement.
These activities include educating employees
about end-of-life decision making and resources,
instituting employee leave benefits, and training
managers — often the first people to hear about
employees’ concerns — to be sensitive, confiden-
tial and capable in referring employees to bene-
fits and sources of help.

The report showed that employers in the study
raised concerns about implementing such activi-
ties because of the costs of developing materials,
adding new benefits and training managers, and
that managers often lack the expertise to develop
and implement those activities. Benefits man-
agers said they would be more receptive to
adding these programs if they were low-cost, if
they could learn from models used by others, and
if they had help developing or carrying out the
new policies. 

“Employers must first be sure they explain
clearly to their employees all relevant existing
benefits such as sick leave policies and insurance

coverage for hospice care. But there are effective
ways to go beyond that without requiring large
sums of money,” she said. 

Other options include:
• Providing educational materials on living

wills, hospice care, and other services. 
• Offering employees a list of national and

local services such as health care financing
information, legal questions, and grief support.

Additional Workplace Task Force recommen-
dations include offering informational materials
in employee orientations, instituting flexible
work schedules or leave pooling, offering semi-
nars for employees or advancing money to
employees to pay insurance premiums while the
employees are out on leave. 

Who’s responsible?

The U.S. Department of Labor estimates that
30% of the work force has some responsibility for
an elderly relative and that 54% of Americans say
they likely will be responsible for the care of an
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elderly parent or relative in the next 10 years. 
Women have traditionally taken care of elderly

or sick family members, and research shows that
many caregiving responsibilities still fall on
women, even though many of them work outside
the home.

These are important statistics to employers
who face the potential of losing employees and
reduced productivity. Employees experiencing
work-family conflict are three times as likely to
think about quitting their jobs as those who do
not, according to University of Texas-Houston
Health Science Center reports.  ■

DME suppliers warned 
of potential violations

The Department of Health and Human
Services Office of the Inspector General (OIG)

released an 80-page compliance plan for durable
medical equipment suppliers that carries myriad
warnings regarding potential billing violations
and sets up the potential problems between sup-
pliers and providers.

The OIG compliance plan includes more than 47
specific risk areas that range from traditional OIG
targets, such as telemarketing practices and certifi-
cates of medical necessity, to more recent issues
such as the use of supply closets. Industry advo-
cates, such as the Alexandria, VA-based Health
Industry Distributors Association argued that the
OIG plan allows assumptions and interpretations
about future Medicare rules and regulations, and
contain conflicts with prior Medicare rulings.

One of the areas being focused on is the use of
supply closets. Suppliers maintain these closets
are used as nothing more than places where a lim-
ited number of items are stored with a provider to
expedite training and discharge of patients. But
OIG says the practice could be a potential viola-
tion if the supplier charges more than fair market
value for the space rented to store supplies.

Among other items the OIG is issuing warn-
ings is the use of unsolicited telephone calls to
Medicare beneficiaries, continuing to bill for
rental items after they are no longer medically

necessary, and improper conduct related to
CMNs.  ▼

Associations fail to
introduce home care bill

While a wave of home care bills have been
introduced in Congress, industry associa-

tions are having a difficult time supporting any
one proposal, instead opting to draft a proposal
of their own that employs six key principles.
However, the industry is finding a key congres-
sional figure to introduce their proposal.

The National Association for Home Care, the
Home Health Services and Staffing Association,
the American Federation of Home Care Providers
(all based in Washington, DC) the Home Care
Association of America (Jacksonville, FL), and the
Visiting Nurses Association of America (Boston),
met in July to discuss strategy. Despite their
inability to get their precise bill introduced, the
five associations are encouraged by the lack of
internal division that has plagued them before.

Among the major goals of the group is to elim-
inate the 15% across-the-board cut in reimburse-
ment and an outlier provision for medically
complex patients.  ■
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